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Dissertation Research Abstract:

Community-based assistance to persons with debilitating HIV disease has been
shown to reduce overall lengths of hospital stays, minimize the overall costs of
institutional-based care, and greatly improve the general quality of life (both
physically and emotionally) of the ill. A key factor in the viability of the
community-based system of care has been the lovers, friends and family members
of persons with AIDS who have acted as informal caregivers in the community
and home settings.

The continued success of this model of HIV care, to some extent depends upon
the health and well-being of informal caregivers. As the numbers of persons with
AIDS and severe HIV disease living in the community continues to grow, the
help and support of caregivers who are themselves living with HIV infection is
increasingly being relied upon. Little is known about the overall effects of this
experience upon HIV-infected caregivers’ commitment to personal health
maintenance, nor to their participation in health services and treatments
currently available to persons both asymptomatic and symptomatic HIV-infected.

This research examines the health care behaviors of caregivers to persons with
AIDS or symptomatic HIV disease who are themselves persons living with HIV.
It identifies the utilization of early and prophylactic care strategies among HIV
infected caregivers and examines potential barriers to their utilization of early
care strategies.

The utilization of services and prescribed health interventions by HIV-infected
caregivers in the San Francisco and Los Angeles areas is primarily analyzed in
terms of caregivers’ involvement and identification with both the gay/lesbian and
HIV communities and self-defined barriers to access.
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Forwar

The decade or so since the first cases of HIV disease were discovered

within clusters of gay men in Los Angeles, San Francisco and New York has

been a period of phenomenal contradictions. While there has been significant

advancements in the fields of biology, medicine and pharmacology, any effective

vaccinations, curative agents or immunological regulators giving hope to the

millions of asymptomatic HIV-infected remains but a distant hope. This decade

of HIV witnessed the rise of moralistic and ultra-conservative economics and

politics, while at the same time there was a steady growth of major funding for

the development of an HIV-related research and health bureaucracy. While

gargantuan strides were made in the development of volunteer and community

based organizations serving the needs of the HIV-infected population during the

first decade of the epidemic, this populist-based system has rapidly begun to

outgrow the ability to effectively serve the expanding diversity of people living

with the disease. It has also been a period where highly praised and effective

models of AIDS health care delivery were developed and replicated only to be

crushed under their own weight due to ever increasing caseloads, shrinking

volunteer pools and cutbacks of federal, state and local dollars for direct

services. In other words, from a political, economic, organizational and bio

medical perspective, it has been a period of continuing contradistinction.

For many persons closely associated with the epidemic of HIV-infection in

the United States, the time since this health crisis began has been a period of
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much suffering and death, shattered lives and forgotten dreams, hopelessness and

fear. It has also been a period of tremendous social and political stigma, where

patients witnessed their medical tragedy turned political, the youthful dying held

responsible for their premature deaths.

At the same time, it has also been a period of great community pride and

heroism in the face of continuing loss. The HIV community's response has been

a tribute not only to the effectiveness of grass-roots activism and of a cultural

community caring for its members, but also of the social, political, intellectual

and spiritual maturation and development of the minority culture itself.

It is in the spirit of ethical acknowledgement to all of those who have

died, all of those who have suffered, all of those who have been leaders and role

models in the effort to educate and protect all people who are at risk for

infection and related social and political injustice, and to the many men and

women who have selflessly cared for their devastated communities and dying

loved ones that I have undertaken this research. I dedicate my hard work to all

those who live with the disease, those who have painfully died, and to the

thousands from my community who have become champions in the AIDS cause

in spite of the many contradictions of the last ten years which stood in the way of

effectively caring for our sick and dying. For if it were not for these people,

neither my research and scholarly progress, nor the academic achievements and

professional advancements of many of my learned mentors and peers in the

AIDS field, would have been possible.
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CHAPTER 1.

UTILIZATION OF INTERVENTION STRATEGIES AMONG CAREGIVERS
FOR PERSONS WITH AIDS WHO ARE THEMSELVES LIVING WITH HIV
DISEASE: AN INTRODUCTION

Social epidemiologists and health policy analysts have noted that the

epidemic of HIV disease in the United States has moved into its third wave

(Arno, & Shenson, 1990). The initial phase of the AIDS epidemic was

characterized by the metaphor of the "gay plague", viral spread among

predominantly young urban homosexual and bisexual men. This socio-historical

period was largely characterized by political insensitivity and governmental

inaction on the part of the federal bureaucracy, the rise within the lesbian and

gay community of widespread political activism, volunteerism and the successful

development of community-based models of HIV-related education, service

delivery and care.

The second phase of the AIDS epidemic witnessed the rapid spread of

infection and diagnoses among the population of injection drug users (IDUs);

characteristically persons of color from lower economic standing. As with access

to health care in general, persons comprising the second wave of HIV infection

are largely disadvantaged within the evolving AIDS health services delivery

system, one which was early on oriented around a largely volunteer-based,

middle-class gay male community. Attempts at linking the infected heterosexual



population with needed care and services within existing community-based

models of AIDS care often failed as a result.

The developing third wave of the AIDS epidemic refers to the

advancements of early diagnoses, interventions and prophylactic treatments for

persons in the earlier stages of HIV disease. The concept of a third wave also

refers to the hopeful prospects of the disease eventually becoming a long-term

manageable chronic illness which will only require close diagnostic monitoring

and home-based care in better assuring longer and more productive lives for

persons who are living with HIV (Arno, & Shenson, 1990).

The advancements of bio-medical science hold great promise for

extending the lives of the estimated 800,000 to 1.2 million HIV-infected persons

currently living in the United States (Centers for Disease Control, 1990). From a

public health perspective, the dissemination of information regarding the efficacy

and availability of early testing, access to hematological monitoring and

prophylactic treatments for those who are HIV-infected become paramount. How

best to educate and insure access to the HIV-infected population within their

various communities becomes a question which can greatly benefit from a

Sociological understanding of the cultural influences on the acquisition of health

information and the utilization of available health services.

The promise of longer life for persons HIV-infected also holds major

implications for the future of the AIDS health care delivery system. The

effectiveness of the current organization of HIV-related health and social



services has already begun to be heavily taxed by the increasing numbers of

infected persons, who with the benefits of earlier care are living longer, but are

experiencing infections and related disabilities which are requiring far more

ambulatory and community-based medical care and in-home support services.

During roughly the first decade of the HIV epidemic in the United States,

a model of AIDS care heavily reliant upon community-based supportive services

and non-institutionally based care proved to be cost effective and the best option

for maintaining the general quality of life (both physically and emotionally) for

those living with the disease. Unimpeded access to Social support services

through community-based organizations and community volunteers was shown to

have reduced overall lengths of hospital stays, thus greatly minimizing the overall

costs of institutional-based care. This in turn helped to lessen the fiscal burdens

on local health delivery systems which had to largely pick-up the tab for the

rapidly expanding case load of HIV-infected persons (Arno, 1986; Scitovsky,

1989). The model most capitalizing upon community participation in the delivery

of HIV care has been that developed by the city and county of San Francisco.

The extent of this area's reliance upon the informal (voluntary and non-profit)

community is reflected in the results of utilization studies which have shown that

during a one year period, more than nine in ten persons with AIDS diagnoses

(92.2%) remained at home without the utilization of any type of formal care

(Crystal, Merzel, & Kurland, 1990).

The continuing viability of this model of care is to some extent dependent



upon the health and well-being of the lovers, friends and family members of

persons with HIV disease who help provide needed medical and social services

in the home setting. Two epicenters of the disease, San Francisco and Los

Angeles, have substantially remained epidemiologically atypical with the spread

of HIV-infection to a great extent remaining among the original risk group of

gay and bisexual men (Petit, 1991; Lemp et al., 1990). Noting that within these

specific communities the rates of infection have reached as high as fifty percent,

as the numbers of persons with AIDS and disabling HIV disease living within

these communities continues to grow, the friends and lovers acting as primary

caregivers will increasingly be persons who are themselves living with HIV

disease.

Prior health research suggests that diagnostic testing evaluating the

progression of disease in individuals results in helping them confront the reality

of their illness, and helps open the door to making further decisions about

treatment and care (Krowka, 1989). For the HIV-infected caregiver, optimism

about one's own future health may be at a low point given their intimate

experience with the related decline of the person for whom they are caring.

Treatment and prophylactic care may seem futile for themselves under these

circumstances.

Little is known about how the physical, psychological, emotional, financial

and social constraints associated with the caregiving process affects the HIV

infected caregivers’ commitment to personal health maintenance, and to their



participation in health services and treatments currently available to persons both

asymptomatic and symptomatic HIV-infected. The aim of this research was to

both theoretically and conceptually examine various social processes of a sample

of HIV-infected gay and bisexual male caregivers to gain a better understanding

of the social characteristics effecting their utilization of recommended

intervention strategies, for persons living with HIV disease and to examine what

effects, if any, the role of caregiving for someone suffering from the same illness

has upon self-care.

The two underlying questions of this research are thus: 1. within a sub

cultural context, what are the socio-cultural factors involved in shaping either the

utilization of or non-adherence to recommended and available prophylactic

treatment and care, and 2. does the act of caregiving for someone suffering with

the same illness have any consistent effect upon: the utilization of these health

care behaviors by caregivers who themselves are "at risk" for later disease

development? This research allows us to examine these questions as they apply

to the particular phenomenon of HIV disease in the unique epicenters of San

Francisco and Los Angeles, situating them theoretically and conceptually within

the relevant health sciences and sociological literatures.

In using a sample of gay and bisexual men recruited from these two west

coast American cities as the referent group of the analysis, it must be

acknowledged that the results of this research will therefore be somewhat non

generalizable outside of urban centers within the United States with significantly



well-organized, self-identified, activated gay communities (Gerbert, Sumpser,

Sebesta, & Barnes, 1990). The social and political histories of the gay and

lesbian community, and the continuing collective identity as a stigmatized social

minority may have greatly influenced: the channels of information which are

viewed as reliable by gay identified people; their utilization of formal health

services; and the gay individuals’ trust in various avenues of support and care.

The social construction of AIDS caregiving, and the development of

educational campaigns and community organizations in these epicenters, are also

somewhat unique. The existing social structure of the early 1980's,

characteristically excluded the "gay community" from any significant politics,

economics and social debate. With the advent of a major health crisis

predominantly targeting its members, the gay community was to a great extent

abandoned to care for itself and develop its own expertise in health and political

advocacy, and in the education of its members. These historical developments

shaped the creation of the contemporary urban gay culture, one which is actively

HIV-identified. It is from within this socio-historical context that this research

endeavor is based.

Theoretical and research literatures related to health beliefs, health

behavior and health education have suggested that the acquisition of knowledge,

norms, values and beliefs around health issues in general, and around

therapeutic intervention in particular, is accomplished through Social network

interaction (Freidson, 1970; Calnan, 1983; Pilisuk, & Froland, 1978; Gochman,



1988; Wilcox, & Berkel, 1983; Gottlieb, & Hall, 1980; Adelman, Parks, &

Albrecht, 1987; Lieberman, 1979; Auslander, & Litwin, 1990). Health sciences

research has also suggested that the utilization of services by a network's

members is strongly related to the social norms, knowledge level and

cohesiveness of their immediate social groups (Adelman, 1989; Geersten,

Klauber, Rindflesh, Kane, & Gray, 1975; Geersten, 1988; Horowitz,

Morgenstern, & Berkman, 1985).

Following this research, the current analysis builds upon an hypothesized

hierarchy of information dissemination and influence within the gay/HIV

communities, and analyzes how the HIV-infected caregiver develops a sense of

self as an HIV-infected person and acquires the predominant cues about the

utilization of available prophylactic care. In demonstrating the efficacy of an

applied social network hypothesis, it is important to examine how persons HIV

infected act upon the knowledge and cultural influences of their network. This

research theoretically examines the link between knowledge acquisition (health

beliefs) and health behavior (adherence to medical recommendations).

For gay and bisexual men living with HIV disease, health beliefs and

behaviors around HIV may be influenced by many things ranging from mass

media campaigns, advice from friends and significant others in their social

network, reference group pressure from within the gay community, to the illness

and/or death of a friend or loved one from AIDS. It has been proposed that

there are three main environmental influences linking the self as it is manifested



in the illness experience to the system of preventive health care: cultural and

institutional structures; social communication among people; and private

experience (Nerenz, & Leventhal, 1983). This research is attempting to

understand the HIV-infected caregiver's health actions by bridging these three

influences. The analysis is attempting to understand health seeking actions from

the vantage points of social network interaction and caregiver role influence.

The following two chapters will situate the dissertation research in six

structural, conceptual and theoretical frameworks. The first of these begins with

a discussion of the unique epidemiological and social context of HIV disease as

it has unfolded in the San Francisco and Los Angeles areas. Following this, the

history of the epidemic, the current state of bio-medical care for persons living

with HIV infection, and the implications of these on the lives of infected persons

are examined.

The third chapter begins by reviewing the literature on caregiving within

the context of HIV as well as other chronic illnesses. The available literature on

the health status of those acting as caregivers is also examined. The perspective

encompassing the following section reviews the theoretical and research

literatures related to the concept of social network analysis, an approach which

takes for granted pre-existing structural conditions which serve to define group

identity and peer membership (Hornik, 1989). The employment of this analytical

perspective serves to demonstrate that the acquisition of knowledge, norms,

values and beliefs around health issues in general, and early prophylactic



therapeutic intervention for HIV disease in particular, is to a certain extent

accomplished through social network interaction. Other studies will be discussed

which suggest that the utilization of health services by a networks’ members is

strongly related to the social norms, knowledge level and cohesiveness of the

group.

The framework presented in the next section discusses how persons with

HIV infection act upon the knowledge and cultural influences of their network.

Prior research and conceptual models used to examine health behavior, and the

factors influencing adherence to medical recommendations and the utilization of

health services are reviewed. The final area reviewed in the third chapter surveys

the literature on the dissemination of health information, and the efficacy of

health and medical educational campaigns. The point will be made for the

hierarchy of the gay/HIV social network in the realm of potential influences, in

shaping and directing the knowledge and behavior of HIV-infected caregivers

from within the gay communities under study.

The areas in which the literatures of medical sociology, medical

anthropology, public health policy, health education, and health psychology have

yet to address, (and consequently failed to supply a framework for the present

research) are of caregivers sharing the same illness as those for whom they are

caring, the information networks of the gay/HIV community, and men as

caregivers. It is my hope that this review will begin to shed light on these missing

links, as well as offering a theoretically based understanding of the ways HIV



infected gay and bisexual men enter into and maintain a prophylactic health care

regimen, and how caregiving to someone with the same illness affects this

process.
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CHAPTER 2.

SECTION I: HIV DISEASE IN SAN FRANCISCO AND LOS ANGELES -
EPIDEMIOLOGICAL AND SOCIAL CONTEXTS

The epidemiological picture of persons currently living with clinically

defined AIDS, and the spread of HIV infection within the United States, has

greatly changed since the earliest cases of the disease were first diagnosed twelve

years ago. While being predominantly contained to groups of gay/bisexual men

and injection drug users (IDUs) during the epidemic's early years, it has now

begun to increasingly "change its face". Infection with HIV is making alarming

headway into social groups living outside those previously thought of as being

most at risk for viral transmission, namely heterosexual men and women

engaging in unprotected sexual activity with a non-monogamous partner, and

among our nation's sexually active youth.

Within the United States, AIDS can no longer be thought of as a disease

of white gay men. Nation-wide, people of non-hispanic caucasian descent account

for only 51.3% of all diagnosed cases of AIDS since the epidemic began, while

African Americans have made up 31.0% and persons of hispanics descent 16.7%

of all diagnoses (Centers for Disease Control, 1993). The percentage of the

overall AIDS caseload attributed to gay and bisexual men is also diminishing in

the light of dramatically increasing rates of diagnosis among heterosexual men

and women. Cumulatively, gay and bisexual men have accounted for 62% of all

diagnosed AIDS cases, yet for the period between July 1992 and June 1993, only
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53% of reported cases were among this "risk group" (Centers for Disease

Control, 1993).

For a multiplicity of social, political and economic reasons, mass testing of

the American public to discover the overall extent of HIV infection among the

general population has not been conducted. Available data suggests that there

are currently between 800,000 to 1.2 million HIV-infected individuals in the

United States (Centers for Disease Control, 1990). Not intending to diminish the

devastating impact the epidemic has already had on the lives and culture of gay

and bisexual men, from an analytical perspective, given the changing

epidemiological patterns of the disease within the United States, the vantage

point of viewing HIV disease from solely within a "gay" context is somewhat

diminished when attempting to deal theoretically, politically, economically or

educationally on a national or macro level.

Much unlike national epidemiological patterns, within the state of

California, definitive AIDS diagnoses and estimates of HIV infection rates have

fortunately been much slower to document the national trend towards increased

heterosexual transmission among IDUs and their sexual partners (California

Department of Health Services, 1993). The spread of HIV among the state's

sexually active youth has also been much slower than elsewhere in the United

States, although this group shows the alarming potential to be heavily devastated

by HIV disease given recent data indicating sharp increases in the number of

cases of sexually transmitted diseases among the state's high school students

12



(California Department of Health Services, 1993).

Reports issued from the office of the state's health director estimate that

there have been 146,000 cases of HIV infection in California. Of these, the

overall majority, approximately 83% are thought to be among gay and bisexual

men, 9% among heterosexual IDUs, 2% among women exposed through sexual

intercourse with an infected partner, and 6% infected through other transmission

routes (Petit, 1991). Of all the diagnosed cases of AIDS statewide since the

epidemic began, gay and bisexual men cumulatively account for 84%. Data

analyzing diagnoses for the period between April 1992 and March 1993 where

gay and bisexual men account for only 75% of reported cases, unfortunately do

indicate a slowly evolving trend towards an increase in the proportionate number

of heterosexual and drug related cases statewide (California Department of

Health Services, 1993).

Of the country's major AIDS epicenters, both San Francisco and Los

Angeles, California's two main urban centers of gay and bisexual culture, greatly

differ from national epidemiological trends. These two cities, alone accounting

for roughly half the state's estimated number of infections - 28,000 in San

Francisco and 42,000 in Los Angeles (Petit, 1991; San Francisco Department of

Public Health, 1993a), have diagnostic caseloads and estimated infection rates

relatively contained to the members of this singular "risk group". Of the

estimated 28,000 cases of HIV infection in San Francisco, 25,000 of them are

thought to be among gay and bisexual men (San Francisco Department of Public

13



Health, 1993a). Of the diagnosed cases of AIDS currently alive in San Francisco

and Los Angeles, gay and bisexual men account for approximately 87.8% and

76.7% respectively (San Francisco Department of Public Health, 1993c; Los

Angeles County AIDS Epidemiology Program - Surveillance Unit, 1993).

HIV disease in these two urban areas, much unlike the rest of the

country, has remained predominantly gay male centered. In the attempt to

compete for federal and foundation dollars, and maintain international

prominence, a de-homosexualization of the disease in these two very

epidemiologically unique epicenters has begun taking place. This unfortunately

serves to politically and socially depreciate the contributions which the gay and

lesbian community continues to make in caring for itself and other peoples

infected, and begins to delegitimize research which retains a gay-centered focus.

Thus, it is within this unique epidemiological and more importantly, social

and historical context that this theoretical and background review of the

literature pertaining to caregiving, HIV-related information sharing, social

networks, and the utilization of prophylactic health care by HIV-infected

caregivers in the Los Angeles and San Francisco areas will be situated.

THE PRIOR DEVELOPMENT OF ORGANIZATIONAL STRUCTURES

Although different in their respective ways, the current HIV-related

educational, health and social services delivery systems in the San Francisco and

Los Angeles areas, are products of both the enormous efforts of the gay/lesbian
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communities to organize, educate and care for its own (Altman, 1987), and the

collaboration of highly skilled members of a self-identified subculture within

local political, academic, biomedical research, and public health arenas (Shilts,

1987). The ability of these communities to mobilize its members around a health

crisis, and to effectively work within the existing bureaucratic structures of

politics and public health, was made possible by the preexisting social and

historical development of a self-identified, socially "stigmatized", highly

organized gay/lesbian community.

Gay and lesbian people have long been flocking to America's urban

centers to seek out a tenuous freedom from social and political repression and

the ability to live within a supportive community of their peers (Katz, 1976).

During the 1970's and early 1980's, America's major metropolitan areas,

especially New York, Los Angeles, and San Francisco became magnets for

hundreds of thousands of people embracing "alternative" lifestyles. Gay men and

lesbians from all walks of life and socio-economic backgrounds, were actively

adopting new self and community identities bounded by new sets of cultural

IlOIII].S.

Many of the new gay and lesbian minority espoused the activist politics

learned from the earlier women's and African American civil rights movements

(Altman, 1982). Differing somewhat from its predecessors, the gay movement

held a better footing from which to make social and political headway. Among

the thousands of people "coming out" as open gay men and lesbians, were many

15



white, educated, male professionals (and professionals to be) who were able to

create an economic and cultural infrastructure capable of influencing the

development of social policy as it pertained to the rights and lives of gay and

lesbian people by successfully beginning to push a gay minority agenda in local,

state and federal politics (Altman, 1982). Through the efforts of the movement's

professional elite, along with the general activism of the community at large,

some of the long-standing bastions of anti-homosexual propaganda, the

psychiatric and medical associations, began to reverse their stigmatizing policies

treating homosexuality as a classifiable illness (Bayer, 1987). Within the cradle of

tolerant and progressive California, open gay men and lesbians with new respect,

pride and electoral power, began filling positions in the political, educational,

legal and health bureaucracies.

Thus, by the time that sexually active gay men in Los Angeles and San

Francisco were being infected with HIV, the gay/lesbian communities of these

two cities had attracted a preponderance of gay identified and gay marketed

professionals. With this socio-economic development in place, members of the

newly minority-identified subculture could attain most every service free from the

stigma they historically associated with the dominant heterosexual culture. Gay

men and lesbians could thus migrate to a gay oriented environment and live

relatively free of social stigma and repression, knowing that the subculture itself

was almost self-sustaining, and that the new legal and political strides which were

slowly being made, could offer them some level of protection from the

16



homophobia of the outside world.

The gay "meccas" became places to learn and create with one's own,

social environments within which one could adopt the norms of an alternative

culture, one with its own icons, commodity fetishes, businesses, professionals,

movement politics, social leadership, and media and informational distribution. A

highly developed organizational structure had evolved within which the cohesive

gay/lesbian cultures of these liberal urban cities were flourishing politically,

economically and socially. This historical phenomenon was unfolding within a

greater society, within which the vocal majority of its members continued to

assert anti-homosexual prejudices and discriminatory norms and prohibitions.

A CLIMATE OF STIGMA AND POLITICAL INACTION

As has been extensively written about by social theorists as diverse as

Parsons (1951), Zola (1986), Schneider and Conrad (1985), and Sontag (1977),

disease and infirmity, especially when terminal in nature and characterized by

uncertainty, is highly stigmatizing for the afflicted. With HIV disease, given the

pre-existing marginalized status of the groups of people most at risk for the

development of the disease, the social stigma against those with or at risk for

HIV disease has been greatly exacerbated.

This "double stigma" (Kowalewski, 1988), has characterized the history of

the AIDS epidemic in the United States, especially for gay and bisexual men

(Herek & Glunt, 1988). From the earliest media coverage of the "gay plague",
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emblazoning the ins-and-outs of gay male sexuality across the headlines and

television sets of America, the social response to the epidemic and those groups

initially afflicted, became a case of the deserving versus the innocent, a self

inflicted disease for which responsibility and response remained with the guilty

(Poirier, 1988).

In this highly stigmatized social environment, those with or at risk for the

development of the disease were to a great extent, left to fend for themselves.

The general media, after the initial flurry of characteristically irrational and

homophobic reporting, lost journalistic interest in a disease that continued to

afflict the socially marginal groups of drug addicts and homosexuals (Watney,

1987; Albert, 1986). Shilts (1987), aptly chronicled the inaction of the federal

bureaucracy, and the anti-gay, ultra-conservative response of the Reagan

administration during the early years of the epidemic. The response of the

national health and biomedical research establishment (in addition to being

overly slow to evolve) proved to be initially ineffective. Neglecting to include

members of the early risk groups in planning and policy development because of

political and ideological biases, the national health service failed to develop

effective prevention strategies or means of distributing potentially life-saving

information for those at risk (Panem, 1988). The research and development

politics of AIDS clearly demonstrated the pharmaceutical and health industry's

caution to adopt a gay cause, and the industry’s apparent inaction until there was

proper economic incentives to risk capitalizing on a tainted market (Patton,
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1985).

Not only did the communities most at risk for AIDS receive little

economic, educational or research help from the national bureaucracy early in

the epidemic, but the reactionary and conservative political and economic

climate of the country further stigmatized and isolated those directly affected by

the rapidly expanding epidemic. In the guise of protecting the innocent American

public, attempts were being made around the country to institute mass testing,

quarantining of those infected, and the general repeal of civil liberties for gay

people (Bayer, 1989). In a throwback to earlier repressive times, a movement

within the psychiatric academy went as far as attempting to reinstate

homosexuality among classifiable illnesses (Bayer, 1987). Given this climate of

conservative reactionism against those physically and socially afflicted by the

emerging epidemic, it was not surprising when early studies were documenting

the occurrence of discriminatory behavior by many health care professionals

towards people with AIDS and gay people in general (Kelly, St. Lawrence,

Smith, Hood, & Cook, 1987; Katz, Hass, Parisi, Astone, & McEvaddy, 1987).

Many of the social prejudices against persons living with HIV have not

diminished over the years since the epidemic began, if anything some are on the

increase (Hilts, 1990). A recent study on the beliefs of college students indicated

that the country's youth harbor significant prejudice against gay people and

people with AIDS. Gay people living with HIV were felt to be responsible for,

and much more deserving of their illness and resulting death, in comparison with

19



heterosexual persons suffering from other high-mortality illnesses. Perhaps more

telling in an era of limited health funding and an overburdened public health

care system, these young people felt that gay men living with AIDS were also

less deserving of medical treatment and care than non-gay persons suffering from

other illnesses (St. Lawrence, Hasfeldt, Kelly, Hood, & Smith, 1990).

THE COMMUNITY RESPONDS

As a result of the social and political developments made prior to the

advent of the epidemic, and the cohesiveness of a self-identified and largely self

promoted minority status, the gay/lesbian communities of San Francisco and Los

Angeles were able to mobilize massive community-based support in all realms of

developing service organizations, activism, fund raising, education, and direct

care of the sick and dying (Crimp, 1988; Altman, 1987). That gay men and

lesbians so successfully responded to the epidemic by both caring for their

infirmed members and developing an activist movement to combat the

Stigmatization and inaction of the general population is not surprising. The social

histories of the physically disabled and mentally ill both serve to illustrate how

medically and socially stigmatized groups can counter their social and political

burdens by organizing and engaging in activism (Anspach, 1979). What is unique

about HIV disease is the extent to which the stigma against those infected is

ingrained in the political and moral culture of the dominant society.

As a result, it was largely left up to the gay/lesbian community itself, via
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its own developing cultural system, to care for itself, pay for itself, and to a

certain extent early on in the epidemic, to conduct social and biomedical

research for itself. It was also left up to the community to educate itself around

the issues of infection, prevention, and the treatment of the disease. The

development of effective educational campaigns, propagating new community

norms around antibody testing, treatment strategies, and biomedical research

protocols were all possible because persons from within the community itself

rallied their talents, education and organizational expertise towards caring for the

members of their own cultural group.

People living with HIV disease were not left isolated in the gay/lesbian

communities of Los Angeles and San Francisco. These local cultural systems,

provided health and social support as well as establishing a script for HIV

related behavior which could be trusted and followed precisely because it was

developed by and for the community itself (Kleinman, 1988). The developing

AIDS culture also provided a structure within which the stigma of AIDS could

be countered. Many persons within these communities changed their social

networks towards AIDS awareness and activism, and began educating others in

the community and society at large about the disease (Weitz, 1989).

SECTION II: AIDS TO HIV DISEASE: A SOCIOLOGICAL
UNDERSTANDING

As AIDS has entered its second decade, our scientific understanding

about the course of the disease, from initial viral transmission, eventual
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breakdown of the host's immune system, to the resultant onset of opportunistic

infections, has expanded dramatically. Early in 1985, with the advancement of

the Western Blot and Elisa viral antibody testing procedures, the ability to

reliably identify infected persons became a reality. Within two years, other

markers in the blood serum of infected persons would begin to show some

efficacy in the ability to predict the downward spiral of the immune system and

the onset of the major opportunistic infections befalling persons with AIDS. The

further testing and use of anti-viral and prophylactic drugs on non-AIDS

diagnosed persons began to show some promise as well (James, 1989).

Having extreme medical, psychological, economic and social ramifications,

the numbers of persons now falling under the rubric of "the people in need of

care" were not just those with HIV-related symptomology, but all those who

harbored the virus. Longitudinal data also began to support this conclusion by

indicating that the great majority of those infected, if not all, would eventually

develop the infections and complications associated with a full AIDS diagnosis

(Hessol, Rutherford, & O'Malley, 1987).

As the biomedical and social conceptualization around the disease

became broader and more encompassing of all HIV positive persons whether

symptomatic or not, the nomenclature (and thus the symbolic representation) of

the epidemic further evolved (Alcorn, 1988). The diagnostic category of AIDS

Related Complex (ARC) was abandoned in the attempt to include all infected

persons into the medical model, with the acronym AIDS becoming the diagnostic
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category for the final stage of the disease process. Within the new umbrella of

HIV disease, all persons within the full continuum of asymptomatic seropositive

to those battling life-threatening opportunistic infections, became in need of

medical supervision, monitoring, support, therapeutic intervention and care.

For those in the early stages of the disease process, this conceptualization

of being in the uncertain beginning of an (as yet) incurable and inevitable

immunological decline which typically ends in death, forces a profound

reconceptualization of one's future (Sebesta, 1990). Psychologists have noted that

the HIV positive, given the uncertainty of the future, are often hopeless, facing

the fundamental questions of whether to prepare to die, or to focus on living

with the illness (Silven & Caldarola, 1989). In essence, the HIV positive person,

while being otherwise healthy, is diagnosed as being the inescapable candidate

for the development of, at best a long term debilitating and stigmatizing chronic

illness, and at worst, a terminal one.

Even though there may be an absence of any physical symptoms or

outward signs of carrying the virus in the majority of persons HIV-infected, the

disease continually confronts them on social and political terms as well as

medical and psychological ones. Each disclosure, each decision, carries with it

the potential for discriminatory reactions in others. The extent to which one will

take action upon the asymptomatic state, utilize medical and social support

services, or medicalize one’s life, becomes a social decision.

A sociological understanding highlights the social psychological, political,
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cultural and economic nature of the HIV positive person's experience (Sebesta,

1989a; Conrad, 1986; Nardi, 1988). It is the combination of the infectious nature

and terminality of the disease, the social stigma attached to those afflicted, and

the absence of symptomology or activity impairment in so many people living

with disease, that makes research on the epidemic and on those persons HIV

infected, unique in comparison to the sociological enterprise as it pertains to

other chronic and terminal illnesses (McKeganey, 1990; Apple, 1960; Bloor,

1985).

THERAPEUTIC INTERVENTION: STRATEGIES FOR STAYING WELL
WHILE LIVING WITH HIV DISEASE

The concept of early intervention took a slow two years to progress from

initial advocacy within gay community groups and the gay/HIV press (James,

1989; Reed, 1987a & 1987b), to receiving widespread scientific

acknowledgement, publication and advocacy by professionals working within the

HIV-related medical, public health and political arenas (Abrahms, Grieco, &

McMeeking, 1990; Arno, Shenson, Siegel, Franks, & Lee, 1989; Bartlett, 1990;

Capaldini, 1989; Francis et al., 1989; Freidland, 1990; Lee et al. 1990; Newman,

1990). Factors which led these health professionals to eventually embrace this

care strategy included the advances made in prophylacie treatment against

pneumocystis carinii pneumonia (PCP), the number one killer of people with

AIDS, advancements with antiviral therapies, and a greater understanding of the
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serologic markers predicting the onset of disease progression (Capaldini, 1989).

The most encompassing proposal for an early care and therapeutic

intervention strategy came from the San Francisco Mayor's HIV task force, a

group made up of community activists, people with AIDS, public health experts,

community, corporate and religious leaders, and health care professionals. Their

recommendation called for the development of a long-term care system for all

HIV-infected persons which would offer:

"managed care provided by professionals knowledgeable about the latest
medical and public health aspects of HIV and sensitive to the language,
culture and values of the patient, should include: regular physical
examinations, laboratory studies, behavioral counseling, psychosocial
support, administration of medications and treatments, and information
and referrals appropriate to the needs of the individual. Such care
should include access to prescription drugs for the treatment of HIV
infections or for the treatment and/or prevention of opportunistic
infections or malignancies" (Francis, 1989 pp. 21).

To the fiscally conservative, this proposal may seem a bit extreme. But

compelling arguments can be made for placing support behind the early

intervention bandwagon. Persons infected with HIV, without access to preventive

care, will more rapidly begin to loose immunological functioning and the

resultant development of the very costly and labor intensive complications

synonymous with the advanced stages of the disease. The private and public

health care systems of the AIDS epicenters are already struggling to keep up

with huge AIDS related caseloads (Westmoreland, 1990). Acknowledging that

there are roughly one million Americans living with HIV disease, who share

some hope along with the scientific community in the future development of
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successful disease preventing pharmacological agents, dollars spent on early

intervention would be prudently cost effective in the long run (Arno, & Shenson,

1990).

Community health activists and health professionals are in agreement in

advocating a set of guidelines which all hope will keep the HIV positive person's

health intact for as long as possible. For the HIV positive person, the concept of

early intervention generally sets forth a recommended treatment program of five

basic medical and mental health activities, which if followed will help to combat

disease progression, and help the individual maintain mental health, keep abreast

of new information, and create avenues of social support. In short, health

recommendations for all seropositive persons (having antibodies to the HIV virus

in their blood serum) involve: 1. initiating a regularized program of diagnostic

blood testing to monitor immunological health and trends indicative of disease

progression, 2. establishing an ongoing schedule of routine medical evaluation

and care with a qualified health professional with whom the individual can work

along with and trust, 3. initiating the use of anti-viral therapy when serologic

markers fall to certain levels, 4. initiating prophylactic treatment against PCP and

other opportunistic infections (e.g. MAI, CMV retinitis), and 5. establishing a

mental health and social support system to aid in the psychological, behavioral

and social management of the disease.

There is still much debate about the long-term efficacy of anti-viral

therapy in asymptomatic persons, as well as concerns over the high toxicity levels

26



and severe side effects of certain drugs, alone and in combination (Baker,

Moulton, & Tighe, 1991). After a period of hopeful uncertainty, data from

clinical trials monitoring the use of anti-virals and prophylactic treatments in

non-AIDS diagnosed HIV positive persons began to show efficacious benefits of

early therapeutic intervention (Graham, Zeger, Park, et al., 1991). Various

studies have shown that progression to AIDS among HIV-infected persons with

fewer than 500/mm2 CD4+ cells was significantly lowered among trial

participants following regimens of 600 mg/day of zidovudine (AZT), at the time

the study being the only anti-viral drug approved by the Food and Drug

Administration (FDA) (Volberding et al., 1990; Gottlieb, 1990; Carpenter, 1990).

On March 2, 1990, the FDA officially granted approval for the prescribed use of

zidovudine in all asymptomatic adults with fewer than 500/mm2 CD4+ cells

(Volberding, 1990). Early results also showed additional benefits to anti-viral

therapy; treatment over an extended period of time demonstrated some potential

for prolonging the onset of the HIV-related neuropathology and behavioral

disturbances frequently afflicting those living longer with the disease (Perry,

1990).

Estimates are that there are up to 832,000 HIV-infected persons

nationwide who would benefit from early diagnostic and prophylactic care (Lee

et al., 1990). Analyzing data from the San Francisco Hepatitis B cohort study

(indicating that the major spread of HIV infection in the gay/bisexual community

of San Francisco took place before 1984), Arno, Shenson, Siegel, Franks and Lee
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(1989) have determined that for the majority of the non-AIDS diagnosed HIV

infected persons in this city, there is currently a limited window of opportunity

within which the prophylactic benefits of early intervention strategies could be

effectively gained. (We would expect the same to hold true for the gay

communities of the other primary epicenters of the disease which share similar

epidemiologic histories as San Francisco).

Unfortunately, the prognosis for immunological improvement in persons

definitively AIDS diagnosed and debilitated by related opportunistic infections,

remains tenuous given the absence of any major immunologic booster in the drug

development pipeline. But for the majority of persons living with HIV disease,

AIDS activists to public health officials concur that with the benefits of early

detection and therapeutic intervention the onset of illness can now better be

delayed and managed until more effective therapeutics are developed (Levine, &

Bayer, 1989).

COMMUNITY SENTIMENT AROUND THERAPEUTIC DEVELOPMENTS

Given the availability and reliability of therapeutic intervention, the

effectiveness of early care strategies for HIV disease ultimately lies with those

infected. A person's decision to undertake any or all of the recommended

guidelines for early intervention, from HIV antibody testing to PCP prophylaxis,

is a decision made within a specific social, political and historical context. In

order to begin understanding the sociological factors shaping the current
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utilization of HIV-related health guidelines among the gay community of San

Francisco and Los Angeles, the brief history of community sentiment around

testing and treatment must be examined.

At the onset of the availability of HIV antibody testing in 1985, a major

debate within the gay/bisexual community arose as to the test's relative merits.

Many prominent leaders within the community publicly came out against taking

the test, citing as reasons: the lack of any real clinical or diagnostic value to be

gained from a positive test result; the potential threat of economic, political and

social discrimination for persons discovered to be infected; and the tremendous

psychological and social burdens placed unnecessarily upon the seropositive

(Waddell, 1985; Osman, 1985; Rappaport, 1987).

Substantiating the fears of potential social injustice towards the HIV

infected, was the persistent pressure of the nation's conservative political and

religious right, the health insurance lobby, and a vocal minority within the

American medical establishment calling for the institution of mass testing

campaigns at the expense of individual confidentiality (Sebesta, 1989b). At the

same time, discrimination against people with AIDS was increasing throughout

the country, from just 400 documented cases in 1984 rising to a total of over

92,000 by 1988 (Newman, 1990). In this context, the debate concerning the

relative merits of HIV-antibody testing was as much a social and political

question for the emerging community leaders of the AIDS health movement, as

it was a medical one.
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With indications that the therapeutic treatments prescribed to persons

with full-blown AIDS was to some extent effective in prophylaxing against major

opportunistic infections in those not yet diagnosed, the benefits of early care

seemed to outweigh the political and social costs borne from HIV-antibody

testing and those found positive entering into a system of regularized monitored

care (Reed, 1987a & 1987b; d'Adesky, 1987). With T-shirts and parade banners

emblazoned with "it's never too early", community treatment advocates set out

to educate and protect the health of their HIV-positive brothers not yet disabled

by the disease.

CURRENT UTILIZATION OF TESTING AND EARLY CARE:

The personal risks involved with taking the HIV-antibody test remain as

devastatingly profound as they did when the test first became available. Potential

concerns for persons who choose to be tested and unfortunately test seropositive

include: the acknowledgement of oneself as being highly at risk for the future

development of a highly stigmatizing and, as yet terminal illness; psychological

reactions ranging from anxiety to suicidal behavior; the necessity of disclosure if

one is going to act upon the diagnosis; the medicalization of one's daily life and

interactions with others; the potential loss of civil liberties; relationship issues;

and potential social ostracism (Goldblum, & Seymour, 1987; Coates et al., 1988;

Sebesta, 1990).

San Francisco may be the only city with concise enough demographics to
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adequately assess the utilization of HIV antibody testing procedures by the

gay/bisexual community. By 1990, approximately 74% of the city's gay/bisexual

population had been tested (Communications Technologies, 1990). For those not

tested, the main reasons why testing was not initiated were fear of jeopardizing

medical insurance coverage and feeling in good health (Communications

Technologies, 1990).
-

A study from Pittsburgh, analyzing reasons why or why not gay and

bisexual men sought out the results of their HIV-antibody tests suggested that

the two main reasons given by the men who did not inquire about the results

(39%), were a belief that the test was not predictive of AIDS, and concerns over

potential psychological stressors resulting from the knowledge of one's serostatus

(Lyter, Valdiserri, Kingsley, Amoroso, & Rinaldo, 1987). In a more current study

of gay men who decided not to be tested, 43% expressed the main reason to be

concerns over the effects of a positive diagnosis on their psychological well-being

(Boulton, Evans, Fitzpatrick, & Hart, 1991).

Data collected on these researcher's entire sample of gay men, both those

tested and those not, indicated that the basic fears and anxieties around testing

have not changed, nor had they diminished during the time since the test first

became available. Seventy-four percent of their respondents worried that a

positive test result would prohibit attainment of insurance, 55% believed that test

results could not be kept confidential, and 43% felt that a positive result reduces

one's chances in obtaining adequate medical and dental care. Others felt that a
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positive test would result in loss of friends, that it minºne, sex life, and that

there was nothing worthwhile to be gained from the knowledge of one's

seropositivity (Boulton, Evans, Fitzpatrick, & Hart, 1991). These adverse

psychological states may be a main factor keeping people away from this

important first step towards early care.

Recent studies on the utilization of early intervention strategies have

indicated that much advocacy, education and health policy planning remains to

be done before a sizeable portion of those who would benefit from early care

begin receiving preventive health services. In a survey of San Francisco

gay/bisexual men on the utilization of treatments during the previous year, only

one-third of those who were non-AIDS/ARC diagnosed HIV seropositive were

receiving any treatment (Communications Technologies, 1990). Similar results

were reported by Holmberg et al. (1990) showing that of men eligible for early

treatment in San Francisco, Denver and Chicago, many had not sought out

therapy.

Levine and Bayer (1989) suggest that some of the negative factors

influencing the utilization of early care strategies are the monetary expense to

the individual for monitoring, treatment and follow-up care, the potential social

stigma of publicly disclosing one's serostatus, and the increasing difficulty of

finding knowledgeable and trustworthy physicians to work with. Data from the

Mutlicenter AIDS Cohort Study (MACS) indicates that many asymptomatic HIV

positive persons at high serologic risk for the development of opportunistic

32



infections are not taking advantage of the prophylactic treatments available to

them. The three highest correlated factors with non-use among persons studied,

were current levels of CD4+ cell counts (suggesting that some people were

waiting for serologic indicators of immunologic deficiency), symptom status

(suggesting that others were waiting until they became sick), and education level

(Graham, Zeger, Kuo, et al., 1991).

In conclusion, primary caregivers to people in the end stages of HIV

disease who are themselves HIV-seropositive, a small but growing subgroup of

the general HIV-infected population, are under great amounts of emotional and

physical stress from their role as care providers and from their own health status.

They therefore are a group of persons who are very much in need of availing

themselves of accessible care strategies. The process of caring for someone dying

of the same illness one is harboring may influence personal decisions to seek out

preventive care for one's own health condition. Caregivers may be at increased

risk for adopting a sense of futility, dwelling on the perceived inevitability of

their own physical decline and eventual death as many other persons infected

with HIV have done (McKeganey, 1990).
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CHAPTER 3.

SECTION I: THE STUDY OF INFORMAL CAREGIVERS TO PERSONS
WITH HIV DISEASE

Within the gerontological and caregiving literatures, one definition of the

term informal caregiver explains it as the caring relationship derived from "the

normative of voluntary interpersonal association, [derived] not from formal legal

matters or publicly mediated financing mechanisms" (Litwin, & Auslander, 1990

p. 43). For our purposes, this definition represents those people, (predominantly

the lovers and close friends of persons living with debilitating complications

related to HIV disease) who are supplying some degree of hands-on help and are

not paid professionals or volunteers from any type of related health and social

services organization. The relationship between the caregiver and the person

cared for, is therefore based on a caring friendship, typically having a history pre

dating the caregiving experience.

The majority of studies on caregivers have dealt with persons primarily

responsible for the in-home care of an aging spouse, parent or other family

member, the vast majority being women (Graham, 1985). The focus of this body

of literature is logical given the demographics of an aging population where

women share a far greater average life-expectancy than men, along with the

gender specific socialization of women to be the nurturing carers. With the

continuing economic disparity of women in American society, their loss of

income due to time spent caregiving becomes far less threatening to the stability

of the domestic budget.

34



Informal caregiving and HIV disease, especially when focusing on the

male gay and bisexual population, poses the opposite situation. The primary

informal AIDS caregiver is typically male and young to middle age. The study of

these men gives us an opportunity to extend the literature on informal care in a

number of areas, including: men as primary caregivers, caregiving within a

predominantly gay male arena, caregiving in non-married committed

relationships, caregiving in non-familial relationships, and as this research

examines, caregiving among persons sharing the same illness as the person for

whom they are caring.

AIDS CAREGIVING AND THE HIV-INFECTED CAREGIVER

The overall number and density of HIV-infected persons needing at-home

and community-based care is rapidly increasing in both San Francisco and Los

Angeles. There are approximately 6,187 persons with definitive AIDS diagnoses

currently living in San Francisco (San Francisco Department of Public Health,

1993) and 7,454 diagnosed PWA's in Los Angeles (Los Angeles County

Department of Public Health, 1993). As the numbers of persons with AIDS and

severe HIV infection living within the relatively confined gay communities of San

Francisco and Los Angeles continues to grow, the help and support of caregivers

who are themselves living with HIV infection is increasingly being relied upon.

Little is known about the overall effects of caregiving for someone dying with the

same illness upon HIV-infected caregivers' general life. One issue to explore is
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the HIV-infected caregiver's potential loss of social network and avenues of

future social support given the likelihood of needing help themselves.

Another key question is whether the experience of caring for a friend or

loved one who is suffering from the later stages of the disease which the

caregiver will likely develop in the future will provoke a loss of health optimism.

The literature on social support suggests that within support groups of persons

suffering from the same illness, those in less advanced stages of the disease can

experience these interactions as either threatening or comforting. This type of

contact may help to remove some of the uncertainty around the future, but may

alternatively provoke great anxiety (Gottlieb, 1988). These factors may play a

large role in shaping the HIV-infected caregivers' commitment to personal

health maintenance, and to their participation in the health services and

prophylactic treatments currently available to persons living with HIV disease.

The social science and health services data thus far collected on non

familial persons (not related by blood or legally sanctioned marriage) helping to

care for their friends and loved ones living in the community with HIV disease

has mainly been drawn from exploratory qualitative studies. The hypotheses thus

far outlined appear to be derived from comparisons with the existent caregiving

literatures. Raveis and Siegel (1990) noted that AIDS related caregiving, given

the prolonged and uncertain course of the illness, can be a very stress inducing

process for the informal care provider. The increased hardships on the

caregiver's personal and social life, employment, physical and emotional well
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being, and financial security may render him/her increasingly less able to meet

the needs of the care recipient as the PWA's health condition progressively

worsens through the illness trajectory. These authors only briefly discuss

caregivers who are themselves persons living with AIDS or HIV infection. Raveis

and Siegel (1990) point out the increased risks for the HIV-infected care

provider suffering from the chronic fatigue, physical exhaustion and worsening

personal health often associated with the caregiving role.

Pearlin, Semple and Turner (1988) conducted a series of qualitative

interviews with self-identified gay men who were helping to care for their friends

and lovers with debilitating HIV disease. These researchers concluded that the

adverse psychological and physical toll of caregiving for a peer with AIDS comes

from three different and potentially concurrent life events: 1) the difficulty of

meeting the direct demands of the caregiving role, 2) intrapsychic processes,

most notably the caregiver's own identification with the physical deterioration

and impending death of their loved ones, and 3) maintaining stability given the

tremendous strains caregivers often face in their jobs, finances, social friendships

and helping networks as they become more and more isolated in the physical

and temporal demands of the role.

In the epicenters of the disease where infection and mortality rates are

highly concentrated within relatively narrow self-contained and identified

communities the concept of self-identification by the caregiver with the illness

and mortality of the person for whom they are caring is most relevant (Gordon,
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& Shontz, 1990; McKusick et al., 1985). Pearlin, Semple and Turner (1988)

noted the process of "anticipatory isolation" in many of the gay male caregivers

they interviewed in the San Francisco Bay area. Exacerbated by self

identification with the situations of not only the person for whom they are caring

(often their significant life partner) but also those of many others in their

friendship and social networks, many of their respondents anticipated their own

HIV-related illnesses but envisioned themselves having a much more difficult

experience as a result of there being no one left from within their social

networks to care for them when they become ill.

RELATED RESEARCH ON CAREGIVERS

-

Much of the research data on caregivers has documented that the

caregiving experience is highly correlated with measures of increased burden and

life constraints. Informal (non-professional or non-volunteer) caregiving for a

relative or loved one infirmed in the home setting was found to increase levels of

fatigue, anxiety, anger, and depression. Health researchers have observed that

the caregiving experience increased the chances of other mental illnesses and the

deterioration of general health in both familial and non-familial caregivers

(Pearlin, Mullan, Semple, and Skaff, 1990; Young, & Kahana, 1989).

Studies analyzing the effects of caregiving on aspects of life other than

physical health have found that measures of life satisfaction are generally

negatively correlated with spousal caregiving (Pruchno, & Potashnik, 1989).
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Other research on spousal caregivers has suggested that those who suffer from

chronic depression are more likely to "burn out" over time leaving them in a

more vulnerable state in regards to declines in their own physical health

(Pruchno, Kleban, Michaels, & Dempsey, 1990).

Various studies on informal caregivers to the elderly have in fact

documented the negative effects which caring for an ill loved one over time can

have upon the caregivers personal health status (George, & Gwyther, 1986;

Haley, Levine, Brown, Berry, & Hughes, 1987; Schultz, Visintainer, &

Williamson, 1990). Stone, Cafferata, and Sangl (1987) noted that caregivers

often see themselves to be poorer in general health than others of their own age.

Researchers have also found that many caregivers do recognize that it is the

actual tasks of caregiving along with the attendant strains of caring for a loved

one who is ill as that which induces their own worsening health status, yet feel

compelled to continue providing care nor see any alternatives to the fulfillment

of their caregiving role (Biegel, Sales, & Schultz, 1991).

The literature germane to stress research concurs with this, strongly

indicating that the increased burdens associated with the caregiving role greatly

increase the caregiver's chances for the worsening of their own health condition

(Stone, Cafferata, & Sangl, 1987; Biegel, Sales, & Schultz, 1991). Often, these

"hidden patients" (Fengler, & Goodrich, 1979) show decreased immune

response, more chronic illness, and greater levels of overall morbidity (Biegel,

Sales, & Schultz, 1991; Schultz, Visintainer, & Williamson, 1990).
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Young and Kahana (1989) have described the constraints which caregiving

places upon peoples daily lives. Caregivers may often have to decrease time

spent at work to care for their friend or loved one and thus have less available

income at a time when extra revenues are typically needed to maintain the ill

person at home. Caregivers may also find that their available time for social

activities, exercise, or relaxation may be taken up with the demands of providing

needed care. Caregiving often creates added tensions between the primary care

provider and family members, friends and with the person being cared for as

well. This last point is of major importance to persons caring for friends or lovers

with HIV disease. Frequently it is the caregiver who must face the decisions

about disclosing the nature of the care recipients illness to other friends and

family members. With the highly stigmatized nature of HIV disease, both care

provider and recipient face potential discrimination from family, other friends,

neighbors, social services, housing, and employment (Weitz, 1991).

INFORMAL CARE PROVIDERS AND THE LINK TO AVAILABLE
SERVICES

From a policy perspective, medical, social support and mental health

Services are needed by both the person needing care, as well as those supplying

informal in-home care. The caregiver stands in the central position as the person

who can facilitate the initiation and utilization of services for both the ill person

and himself/herself. As discussed in the previous section, there is adequate

documentation that caregiving is correlated with increased physical illness. Data
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however, does not show an increased utilization of health and social services for

the caregivers themselves. The two highest factors associated with low services

utilization rates for persons studied were limited funds and limited time (Biegel,

Sales, & Schultz, 1991).

The caregiving literature has pointed towards the further development of

respite and social support services for the ill as one potential mechanism for

reducing the overall level of burden faced by caregivers. Relieving primary

caregivers of some of their duties would supposedly reduce the degree of

associated stress and related morbidity (Brody, 1981). Conversely, studies have

indicated that the level of burden, stress and ill health expressed by many

caregivers did not lighten if the increased with time spent away from the home

was spent at work (Stoller, 1989). Brody (1981) also concluded that from a policy

perspective, it may seem efficacious to lighten the caregiver's burden by the

initiation of formal support services, but that this in the long run would not

reduce the levels of informal care supplied by the caregiver.

Two conflicting models evaluating the caregiving role have emerged in the

health sciences literature. The first views the caregiver as a potential patient

needing care and services for himself/herself (Fengler, & Goodrich, 1979), while

the second model focusses on how to best maintain the caregiver's multiple roles

as clinical care provider, clinical observer, in-home case manager, and treatment

initiator (Hepburn, 1990). Twigg (1989) describes this analytic dichotomy as

being a contradiction between seeing the caregiver as co-worker, and seeing the

41



caregiver as client. The former favors supporting and maintaining the caregiver

in the central role of keeping the ill person at home; the latter favors lessening

or relieving the caregiver of their stressful burdens, with the hoped for

consequent improvement of their physical and emotional well being.

This dichotomy can not be easily solved, for it involves the wishes,

financial resources and health status of both the patient and caregiver.

Ultimately though, research does indicate that the greatest improvements in the

mental health of caregivers, comes from either the institutionalization of, or

death of the person needing care (Twigg, 1989).

MISSING LINKS

The health services literature on caregivers to persons suffering from

chronic or protracted terminal illnesses is limited in its examination of men as

the primary careperson. Even less represented is the situation of the majority of

the informal AIDS caregivers, where relatively young men are caring for their

male peers. It has been suggested that male caregivers are more socially isolated

in the caregiving role, having weaker social support networks to fall back upon

than their female counterparts (Fitting, Rabins, Lucas, & Eastham, 1986). These

authors contend that male caregivers have less cultural preparation to embrace

an "ethic of caring" than women, and when entering into a caregiving

relationship are thus expected to experience an increased sense of burden, and
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have a more difficult time adjusting to an altered lifestyle (Fitting, Rabins, Lucas,

& Eastham, 1986).

Unfortunately, areas of study which could have greatly guided this

research effort were not present in the health sciences literature. Due to the

uniqueness of HIV disease having a reliable test for infectivity, a long dormancy

period, and a strong subcultural containment of disease spread, no other studies

examining caregivers sharing the same illness with the person for whom they

were caring could be located. Similarly, there was an absence of prior research

surveying preventive health behaviors and health decision making among

caregivers. Lastly, few studies focussing on the utilization of personal health

services for and by the caregiver have been documented.

SECTION II: SOCIAL INFLUENCES OF HEALTH KNOWLEDGE AND

BEHAVIOR - NETWORKS/INFORMATION REFERRAL/
SUPPORT

The following section serves to lay the conceptual foundation of the

research, reviewing the concepts of community integration, reference group

influence, networks of social support and the lay referral system. The goal of this

review is to establish the theoretical basis for studying the network integration

among informal caregivers for persons with AIDS and the implications of this

upon their acquisition of HIV-related health information, and the health

optimism and preventive health care behaviors of those caregivers who are

themselves living with HIV disease. The underlying assumption of the research is
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that the influence of the HIV positive caregiver's social network integration into

the local gay/bisexual and HIV communities provides the most influential and

helpful sources of health information, the necessary models of comparison and

the type of group/social support which gets the infected caregiver to utilize

preventive health services for himself.

It is useful to begin this discussion by noting that to a large extent, the

meaning of, and persons experiences with a particular illness is socially

constructed (Berger, & Luckman, 1966). This is especially the case with an illness

like HIV disease where issues of politics and economics often overshadow those

of medical concern. For those individuals living in the early stages of the disease

trajectory, living with only vague estimates of when and in what form their

harbored illness will strike, the social and cultural organization of their lives

furnishes a particular understanding of infection and the disease process. Social

and cultural affiliations serves as an arena within which expectations and

prescriptions around illness behavior and its treatments are gained and likely

conformed to (Freidson, 1970; Calnan, 1983).

It is in the fragmented nature of multi-disciplinary scientific endeavor that

the various conceptual frameworks and theoretical perspectives simultaneously

employed by different researchers to examine the same phenomenon, often

develop within different literatures and are not typically combined in the same

analysis. Prior research grounded in either of the concepts of social network,

reference group, lay referral system or community integration conceptually
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overlap but typically do not integrate these different perspectives together in the

same analysis. The intent here is to provide a thorough examination of social

network theory, and to briefly review prior work employing the above mentioned

conceptual frameworks. Note that each helps to flesh out our understanding of

how persons living with HIV disease, both those asymptomatically infected and

those living with later disease progression, get relevant information and exposure

to the social factors influencing their treatment decisions and health actions.

SOCIAL NETWORK THEORY

Social network theory, derived from the work of British social

anthropologists during the 1940s and 1950s, asserts that social structure is

grounded in relationships among people, and order is maintained by the

interdependent nature of these social relationships. A person's social network, or

the social linkages an individual is involved in, helps define the meaning and

boundaries of personal and collective action (Fine, & Kleinman, 1983; Mitchell,

1983). In regards to individual action around health and illness, this concept

maintains that social attitudes and patterns of behavior leading to normal health

or those taken to offset ill-health are shaped and reinforced over time through

the dissemination of information and the feedback communicated from the

fluctuating structure of a person's social ties (Hammer, 1981; Albrecht, &

Adelman, 1987b).

Put simply, a social network analysis recognizes the sets of interconnected
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social relationships which people within given boundaries are involved. Two

different research tracks utilizing the concept of social network have been

undertaken in the attempt at understanding different aspects of the help-seeking

and social support process. The first is an effort to, 1. discern the people which

individuals turn to for information and help, and 2. analyze the actual role these

informal helpers play in the individual's accessing needed help and support. A

largely descriptive form of analysis, this view aims to explain individual action in

terms of the sets of persons connected to the individual under study and the

characteristics shaping their interactions (Mitchell, 1969).

A number of studies have indicated that when people need advice or

assistance, they characteristically turn to their personal social network, or those

persons with whom they have close relationships, (Wilcox, & Birkel, 1983; Clark,

1983; Finlayson, 1976; Croog, Lipson, & Levine, 1972). These "helpers" or

"informants" are typically represented in the literature as being the family

members, close friends and neighbors of an individual (Ell, 1984). Some social

researchers have commented upon the often inappropriateness of the centrality

of the biological family in much contemporary research, suggesting that in

modern urban Society, the family structure plays a less influential role in shaping

the health beliefs and actions of individuals, being replaced by extended

friendship networks or "circles of intimates" (Pilisuk, & Froland, 1978;

Gochman, 1988).

The second conceptual application of social network analysis is concerned
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with the structural or systemic characteristics of the possible relationships among

individuals in a prescribed sphere. Here, the patterns and defining characteristics

of a group's social networks are used as analytic tools facilitating a better

understanding of how the exchange of new information and help-seeking

behavior among its members is carried out (Wilcox, & Berkel, 1983).

The level of abstraction here moves beyond the primary network of the

close relationships of family and friends, better accounting for the influence of

the more loose-knit, heterogeneous social networks of the larger community or

culture (Gottlieb, & Hall, 1980). In this approach, a given network serves as the

conduit for three inter-related processes: 1. as a communication system,

supporting the access and diffusion of new information among the network's

(community’s, or culture's) membership, 2. as a referral system facilitating the

formation and expression of social norms, and 3. as a support system allowing for

the exchange of problem oriented advice (Gottlieb, & Hall, 1980).

Adelman, Parks, & Albrecht (1987) describe the function of social

networks in terms of supplying an "umbrella" of community influence in regards

to an individual's concerns around health and towards his/her utilization of

available medical and social services. Most relevant to persons with HIV, the

network or sources of community support serves as the primary pathway of

pertinent information, as the stigma-free gatekeeper to health care and social

services, as promoter of social comparison with persons in a worse or dissimilar

health state, and as facilitator of communication in a low-risk environment.
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Taken together, a person's social network or community supplies the new

information and supportive resources which promotes the appropriate use or

non-use of medical care; or as Lieberman (1979) articulated, social networks

"function as gatekeepers [to health services] and as channelers [of information,

attitude, values and norms]" (pp. 122).

McKinlay (1973) pointed out that close-knit social networks (such as

families) may inhibit access to new health information and medical services when

values differ from those of the social group disseminating the information. This

observation is extremely relevant to the study of persons living with HIV disease.

If a heterosexual person living with the disease strongly identifies with the norms

and values of a highly religious, moralistic close family network, relevant

information concerning treatment and available support services coming out of

the gay/HIV community may be overlooked. Likewise, seeing that many gay men

are estranged from their biological families (Altman, 1982), they may be more

likely to utilize gay/HIV community oriented networks and health services,

rather than ones tied to their biological family structures. Noting that many

persons within the highly self-identified and insular gay/HIV community are

themselves health and educational professionals and community leaders working

in the AIDS field, lay consultation networks existing within the community may

be most influential in promoting the norms, values and support, facilitating the

utilization of preventive health services among the community's infected

members. Research on the utilization of psychoanalysis supports this theory,
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indicating that urban adults enter into analysis via contacts made within

"sophisticated circles" of professionals, or by persons already utilizing these

services (Kadushin, 1969).

The work of Gottlieb and Hall (1980) successfully ties the two conceptual

applications of social network analysis together. Explaining the inter-relatedness

of persons' various social networks (both the close-knit and the looser-knit

heterogeneous networks of the larger cultural group) in the acquisition of new

information and influence upon personal decisions made based upon this

information, these researchers related that:

"people are more likely to receive new information from the
environment...of their second order contacts who function as bridges to
more socially distant and diverse networks...They rarely act on this
information without consulting members of their personal networks.
People typically seek advice about the costs and benefits of acting on the
new information, clarification about how the information bears on their
own unique life circumstances, and feedback from their peers about the
private and tentative decisions they have made which favor either action
or inaction on the basis of the new information" (pp. 180-181).

Health research utilizing measures of social network involvement, has

shown a correlation between levels of network integration and morbidity and

mortality outcomes. One study based on a sample of the general population

indicated that persons who lacked social and community ties, controlling for all

other factors, shared much higher rates of mortality (Berkman, & Syme, 1979).

Social and community ties in this study were measured by marital status, contacts

with close friends and relatives, church participation and affiliation, and the

formal and informal group memberships people maintained. Identification of
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social ties with each or any of these categories yielded in lower mortality rates

(Berkman, & Syme, 1979). We can hypothesize that the higher rates of mortality

in the above study were due to a general lack of information, social support and

motivational forces among those persons with limited social ties. In a study

examining the effects of social network involvement upon the utilization of

health and social services, Auslander and Litwin's (1990) results support this

supposition. These authors concluded that social networks provide: 1.

information as to the availability of social services, a function they found

especially relevant for members of "low" density networks (networks of fewer

relative interactions), 2. the affirmational support which helps reinforce the

norms and identity of the social network (as an extension of this, the affirmation

of seeking health related assistance), and 3. basic emotional support.

Early research conducted in the United States on social networks and

health care utilization established that group structures (or network attributes

such as the density of the social groups a person interacts with, frequency of

those interaction, etc.), help shape an individual’s attitudes about health and

health care, which in turn influences the individual’s health and medical behavior

(Suchman, 1964; 1965; Geertsen, 1988). An early study and review on the effects

of social network affiliation on response to health information, adoption of

preventive health behaviors and utilization of health services, found that people

from all social classes utilized available preventive health practices more

frequently if they believed that others within their friendship networks had done
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the same (Gray, Kesler, & Moody, 1966). Early research in this field also

demonstrated that the adoption of medical innovations into general practice

flows along lines of interpersonal relations. As with their patient counterparts,

the initiation of new drug therapies into their practices was most importantly

influenced by the behavior of their physician friends. If their friends prescribed,

the more likely they were to do the same (Erbe, 1962).

Later research examining the importance of cultural influences and

network configuration on health beliefs and health behaviors, has indicated that

"extensive tightly-knit" social networks, those with a common unifying

characteristic (e.g. gay/lesbian culture in the San Francisco Bay area, Mormon

culture in Salt Lake City), better facilitate the adoption of the group's health

norms among its membership (Geertsen, Klauber, Rindflesh, Kane, & Gray,

1975; Horowitz, Morgenstern, & Berkman, 1985; Geertsen, 1988). This line of

research helps support the hypotheses of the current analysis; that the flow of

information promoting early care, and the degree to which prophylactic care is

utilized by the gay/bisexual caregivers being studied, is influenced by their level

of integration into the gay/bisexual, and HIV cultures - an extensive tightly-knit

network. In other words, common interests incorporating a "common stock of

knowledge" affects the structure of the network's communication channels.

These information channels in turn help shape the health beliefs and behaviors

of the network's members (Schutz, 1964; Fine, & Kleinman, 1983).

A review of previous research on health behavior by Langlie (1977)
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indicated that there is a direct relationship between social group characteristics

and utilization of indirect preventive health behaviors (medical check-ups,

immunizations, screenings and examinations) by group members. The work of

Zola (1973) points towards understanding health and health care utilization in

terms of cultural differences. The experience of illness, how it is interpreted, and

the manner in which information about it is shared and acted upon differs for

each cultural group. Zola (1973) points out that symptoms are not typically

enough to get people into care; non-physiological "patterns" or Zola's term,

"triggers" help shape the health seeking process of each cultural group.

The literature is well represented with research demonstrating ways in

which social influences shape health and illness behavior. Furstenberg and Davis

(1984) in their study of the health behaviors of the elderly noted that many of

their subjects found others who shared similar acute and chronic illnesses to

befriend and incorporate into their social networks. These researchers maintain

that the sharing of information within these networks, leads to socially patterned

responses to illness and strategies for dealing with them. The subject's lay

associates were found to validate the interpretation of symptoms and supply new

information explaining the confusing aspects of the illness and the appropriate

actions to take (Furstenberg, & Davis, 1984).

It should be acknowledged that the cultural or network defined scripts for

health beliefs and behavior, do not always concur with those of public health and

medical practitioners (Hayes-Bautista, 1976; Dingwall, 1976). Berkman (1984)
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noted that social groups can be either health promotive or not, and that the

orientation or health beliefs of the network may have a strong influence on the

health status of its individuals members.

Current research indicates that subcultural variations exist within

particular network configurations. Noting that relationships within a social

network take on cultural meaning through the process of interactional

participation (Fine, & Kleinman, 1983), the direction of network influence can

therefore shift as socio-cultural change takes place over time. The result of which

is the potential alteration of the beliefs and orientations of some of the

network's members (Geertsen, 1988).

When examining the influence of the gay/bisexual and HIV community

networks on the health beliefs and behaviors of gay and bisexual men, it is

important to account for the generational, ethnic, identity and cultural

involvement differences among the community's members, as well as the

changing nature of cultural norms as the social and political climate concerning

homosexuality and HIV changes. One study of social network integration among

gay men and their adherence to AIDS prevention messages around safe-sex

behavior, found that the more comfortable gay men were with being gay, the

greater their involvement with gay social networks in which AIDS prevention

behaviors were value consistent; the consequence being the greater their

participation in safe-sex behavior (Fisher, 1988). Other research on HIV disease

specifically utilizing the concept of social network affiliation in the examination
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of gay men has highlighted the situation of ethnic diversity within the American

gay male culture (Friedman et al., 1987; Rogers, & Williams, 1987; Singer et al.,

1990). Latino gay/bisexual men, tending to be more isolated within the

mainstream gay community and having limited involvement in gay social

organizations and political work, were hypothesized to be less influenced by

network norms and prescriptions around prophylactic HIV care, and more at risk

of unnecessary disease progression (Friedman et al., 1987). Rogers and Williams

(1987) also indicate the dangers for many HIV-infected latino as well as black

homosexual men. The authors note that there is less exclusive homosexuality

within these cultures, and a higher degree of men who have sex with men but not

identifying themselves to be gay, bisexual or homosexual. These individuals may

also have less access to gay/HIV culturally disseminated AIDS information, and

be more at risk as a result (Rogers, & Williams, 1987).

REFERENCE GROUP THEORY

The use of reference group theory is in many ways synonymous with that

of social network. Where they differ is in the level of abstraction implied by

each. Where the concept of social network has encompassed the range of

interactions from that between family members to signifying the entire ethnic

culture a person is a member of, reference group typically refers to interactions

on a much more personal level. Reference group theory suggests that a person's

social interactions provides both information and normative pressure to conform
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to group standards (Shibutani, 1962; Fisher, 1988; McKinlay, 1973).

Lindzey and Aronson (1985) suggested that the development and

maintenance of a person's sense of self is based upon cues observed in the

actions of others, making it possible to comparatively reflect upon these and

incorporate them into role expectations. Thus, when considering individual action

around illness, the past experiences of others with similar diseases are

incorporated into the general knowledge and shared information of the illness

subculture, shaping the normative prescriptions which influence the group's

health behaviors. Strauss (1959) observed that with the onset of illness (events

which are typically unordinary, obscure and unrehearsed) explanations and

predictions about the illness trajectory must come from someone else. Persons

with medical diagnoses, largely develop their sense of living with the "illness"

through their interactions with fellow persons who are similarly afflicted.

Herzlich and Pierret (1987) contend that for those living with a "self

regulated" chronic illness (a condition closely fitting the early stages of HIV

disease), the knowledge shared with other chronically ill gives rise to norms

which are used by the persons in this "illness" subculture to negotiate adherence

to medical prescriptions. The collective solution to stigmatizing conditions is to

expand beyond the individual and organize the collective response around

common experience. The reference group (or community of like others), is a

mechanism within which to recognize commonality and develop strategies to

overcome, or affectively deal with the condition (Toch, 1965).
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For the asymptomatic HIV-infected person, this knowledgeable subculture

of others living with HIV disease, supplies relevant health information and

sources of comparison, as well as the legitimation to acknowledge the need for,

and the taking action upon early medical intervention (Sebesta, 1990). Noting the

epidemiological figures presented above (indicating the absolute density of HIV

infection in the gay communities of San Francisco and Los Angeles) practically

every other person from within the gay world the HIV-infected individual

interacts with, will also be infected. As such, these infected persons represent an

opportunity of comparison.

SOCIAL SUPPORT

A discussion of the concept of social support is included in this review to

flush out our use of social network as it applies to influencing group normative

behavior around the utilization of preventive health behaviors among HIV

infected people. The use of this conceptual view illuminates the gay/bisexual and

HIV community, taken as a whole to be a mechanism of social support. With the

tremendous scale of community mobilization and activism around HIV disease,

the gay/HIV subculture can be viewed as the supportive, safe haven where

stigma free information and normative guidance are shared by those infected.

One model of social support views it as a process of communication

through which individuals make the contacts which allow them to gain access to

pathways of help (Albrecht, & Adelman, 1987a). Satzinger (1990) suggests that
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social support for people with AIDS is beneficial by being a source of useful

information facilitating access to health care. When taken on a larger network

level, community support is also beneficial to those infected by promoting self

esteem and optimism around one's condition, and by enhancing norms about

health-promotive behavior.

With important implications for the gay subculture, Adelman (1989)

imparts that, "weak ties (e.g., service providers such as hairdressers, bartenders,

store clerks, neighbors, coworkers...) may serve as liaisons, connecting otherwise

insulated individuals with sources of professional help" (pp. 36). For the gay

identified HIV-infected individual, within the communities of urban gay culture,

the people one routinely interacts with (the "weak ties"), are predominantly

people who are AIDS knowledgeable, with up to half of them also living with the

disease.

The discussion thus far has lain the groundwork for examining how HIV

related knowledge and normative prescriptions for illness behavior are best

embraced by those persons most integrated into the gay/bisexual and HIV

community or the subculture with the most expertise in dealing with HIV

disease.

LAY REFERRAL NETWORK

The concept of the lay referral system alludes to the network of potential

consultants from whom an individual gains the knowledge necessary to act upon
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a health issue (Freidson, 1959, 1970). It implies there being a social group within

which a common set of health beliefs and practices are shared among the

group's members. The referral network comprises the people in an individual's

social network who are consulted about health issues, themselves becoming one

of the major influences on the ill person's beliefs and decisions regarding

appropriate health decisions (Chrisman, 1977).

Research data on people suffering from various health problems and

illnesses has suggested that lay consultation facilitates the engagement of health

services and medical care (Miller, 1973). In regards to the current analysis, the

referral concept helps illuminate the ways in which the gay and HIV community

influences the dissemination of HIV-related health information and functions as

the most effective influence on gay men, channeling its infected members into

sub-culturally sanctioned health behaviors and services.

Freidson (1959) asserts that in an organized community, channels of

influence and authority exist independently of the professional medical

establishment, helping to guide individual health behavior. Personal health

decisions are therefore defined by the particular health knowledge and beliefs of

the individual's social network, and the character of the interrelationships he/she

has with those knowledgeable others from whom advice is sought (Freidson,

1970). In short, social influences upon health decision making are the

community's collective health-related information and the degree to which the

individual is integrated into that network.
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NETWORK INTEGRATION AND HIV

A study on the utilization patterns of therapeutic intervention for

childhood leukemia pointed out both its support of the lay referral and social

network concepts and its close similarities to the case of HIV disease and the

present study (Comaroff, & Maguire, 1981). Much like the recent history

surrounding the care of the HIV-infected, as a result of clinical developments

over the last decade the meaning of childhood leukemia and the types and

efficacy of its related therapeutic interventions has radically changed. Also

similar with HIV disease, the medical gains have only escalated the therapeutic

and experiential uncertainty for clinicians, patients and their families. The results

of Comaroff and Maguire's (1981) study suggested that when physicians were

unable to provide certain treatment guidelines and medical diagnoses concerning

the uncertain course of the disease, parents attempted to organize information

from sources outside the realm of bio-medicine. They relied heavily upon the

knowledge base of other laypersons having more experience with the illness, as

well as learning from the case-histories of children living with disease to

"complete the seemingly inadequate clinical knowledge, to bring its definitions

into line with everyday experience and to transcend the arbitrary boundary

between the formally known and the unknown" (Comaroff, & Maguire, 1981,

p. 118).

Social psychologists of the pragmatist school emphasized the normative

functions of culturally restrictive communications. Maintaining that society itself
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exists in and through communication, the sub-community or cultural reference

group supplies the necessary avenues of solidarity and group identification from

which the individual makes sense of his/her social world. Schutz (1970b)

described this notion of community held information as being the "common

stock of knowledge" which is socially distributed within relevant channels, each

with its own in-group intrinsic relevances. Experts and lay each have their own

universe of discourse, giving a structure within which knowledge is distributed to

members of each respective group.

The field of sociometry, stemming from Simmel's work on group

membership and the convergence of an individual's various social circles

(Simmel, 1971), supplies a partial framework from which to understand cultural

influences on knowledge and behavior. This conceptual view looks to the density

of social group membership and the continuity of their interactions as the most

important factors affecting the flow of information (Erbe, 1962). It is only a

partial framework from which to analyze health beliefs and behavior, because

the model excludes the issue of identification with, and allegiance towards the

values and cultural traditions of a particular group. In the case of gay/HIV

culture, it is not just the number of gay identified people known and interacted

with, nor is it the number of others also living with the disease with whom the

individual interacts, but rather the individual's own self-identity as a group

member and his allegiance to the values of the culture must also be accounted

for.
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The political and economic history during the early years of the HIV

epidemic in the United States, together with the sluggish response of the public

health system to respond to the needs of those most affected by AIDS during

this time (Bayer, 1989), can help explain the continuing power and influence of

the lay information and referral network within the urban gay/HIV community

today. With the general lack of public funding for prevention and patient

services, together with the inability of biomedical research to diminish the

uncertainty surrounding the disease, members of the "at risk" groups and their

local communities were by-and-large left to fend for themselves early on in the

epidemic. In the cities of San Francisco and Los Angeles, the response of the

well educated, and politically and socially organized gay community was to

develop new ways with which to educate and care for its members; needs, which

were either left unmet by the non-gay identified medical and social services

professions, or inadequately or insensitively supplied.

A community-identified structure of health information dissemination,

promotion and community-based health delivery was established and early on

relied upon by the community's members. Freidson (1970) suggested that the

existence of the lay referral system reflected an organized reaction where lay

perceptions of both illness and medical practice are "mobilized and directed into

specific outcomes" (pp. 233). Given its early position as the only option for

information, support and unstigmatized care, the gay/HIV community supplied

validation, emotional support, access to rapidly unfolding information, help in
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understanding the often confusing medical and technical information of HIV and

its care, and normative advice on which course of health actions to follow to

those living in the community both with and without the illness.

SECTION III: ADHERENCE TO EARLY CARE PROTOCOLS -

HEALTH BEHAVIOR/COMPLIANCE/UTILIZATION

In the previous section, the theoretical and research literatures related to

the concept of social network were reviewed in order to demonstrate that the

sharing of knowledge, norms, values and beliefs around health issues, specifically

early prophylactic therapeutic intervention for HIV disease, is facilitated by

persons’ interactions within their social network. Also discussed were studies

which suggested that the utilization of health services by a network's members is

strongly related to the social norms, knowledge level and cohesiveness of the

group. In short, the attempt was made to conceptually set the stage for the

present research analyzing an hypothesized informational hierarchy of the

gay/HIV network and how interaction within this social network cues the

utilization of early prophylactic care by the HIV-infected caregivers being

studied.

One level of sociological understanding of health knowledge and action

situates individualistic behavior and beliefs conceptually in the larger processes

of interaction (Ritter, 1988). The concepts of subcultural influences, network

characteristics, knowledge transference and embeddedness to cultural values and

norms are tools linking the potential utilization of health promoting behaviors
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with the degree of the individual's social network integration.

In demonstrating the efficacy of the social network hypothesis, it is

important to examine how those persons HIV-infected act upon the knowledge

and cultural influences of their network. This section briefly reviews the various

literatures concerning the link between knowledge acquisition and behavior

(health beliefs and the decision-making process), adherence to medical

recommendations (compliance/ non-compliance) and impediments to health

services utilization. It is hoped that this examination will provide additional

theoretical and conceptual insights into the processes by which individuals adopt

preventive health care, and whether this differs for persons with HIV infection as

opposed to other illnesses. This more micro approach will also help illuminate

the effects, if any, which being a caregiver to a person sharing the same disease

has on following health recommendations and entering into early care.

HEALTH BEHAVIOR

Research on health related behavior and decision making has been

conducted from within a vast array of conceptual frameworks and theoretical

orientations (Rosenstock, & Kirscht, 1979; McKinlay, 1972; Aday, & Anderson,

1974). These research perspectives range from economic barriers to health

service utilization and geographic considerations affecting access to available

care, to different socio-cultural understandings of health and illness making the

available system of care inappropriate for some.
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The preventive health behavior literature indicates that decision making

around seeking care and taking action upon health beliefs are not processes

which can be easily predicted or explained by one particular, or a few highly

correlated variables (Rosenstock, & Kirscht, 1979). Ultimately, multiple

perspectives and research paradigms are needed to illuminate the complexity of

cultural beliefs about health and illness, and the factors influencing individual

approaches to health related-behavior and the utilization of health

recommendations and services. It is in the nature of social science research that

any one project can only begin to shed light on a piece of the overall puzzle. The

current research acknowledges this in using the tradition of social psychology as

its theoretical foundation.

In reviewing the prior research conducted from within the social

psychology paradigm itself, literatures on health belief, preventive health

behavior and health decision making encompasses a wide range of

methodologies, theoretical perspectives, contradictions, and interdisciplinary

criticisms (Dingwall, 1977; Berkanovic, Telesky, & Reeder, 1981). For the

purpose of this analysis, attempting to present the background on all of these

would be futile. Some of the conceptual models and prior research which has

direct relevance to the topic, and the current research at hand will be discussed.

In examining the utilization of strategies by HIV-infected persons within

the framework of the health behavior literature, it becomes necessary to situate

the early stages of HIV disease within a health to illness continuum. A long
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standing research tradition in American medical sociology has distinguished

health behavior, from that of illness behavior and sick-role behavior (Anderson,

1988). Health behavior has traditionally been viewed as any activity undertaken

for the purpose of preventing disease or detecting it in an asymptomatic state

(Kasl, & Cobb, 1966). The situation for persons living asymptomatic or mildly

symptomatic with HIV disease only partially fits into this model. This narrow

functionalist view of health behavior assumes that the person is either

asymptomatic healthy or symptomatic ill. The HIV-infected (both asymptomatic

and mildly symptomatic) are somewhere in between this conceptual dichotomy,

able to prophylax against the onset of major opportunistic infections, but unable

to halt the progressive development of immunological suppression. This fact

should not make the comparison with other preventive health research invalid,

but it does point out the uniqueness of HIV disease in the literature. Seeing that

the HIV-infected have a foot in both the health and illness experience, the

present analysis therefore draws from both the preventive health behavior and

the illness behavior literatures.

The major question to examine around health and illness behavior

concerns the processes by which individuals make decisions to engage in, or not

to engage in health behaviors. It has been suggested that culture is the social

researcher's tools or shorthand for gaining insight into the sets of ideas

individuals draw upon to understand the realm of possible actions to take, how

to interpret potential outcomes and influence their courses of action (Dingwall,
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1977). Cultural norms and community held behavioral beliefs are one way of

giving structure to individual action, a way of conceptually organizing the objects,

people and events which are relevant to health decision making.

Current theory around illness behavior maintains that one of the main

factors influencing decision making around the experience of illness is whether or

not the infirmity interferes with a person's maintenance of his/her sense of self

as "normal" (Calnan, 1987). For the person HIV-infected who is both healthy as

far as any disabling consequences of an illness, yet not healthy as far as being in

the early stages of a terminal illness, decisions about treatment behavior entail

both how the person places himself/herself within the sub-culturally specific peer

context, of the HIV-infected community, and the extent to which the individual

integrates cultural messages which challenge his/her self identity as being

"normally" healthy and therefore not in need of medical intervention.

THE "AT RISK." CONCEPT

Baric (1969) recognizing the limitations of existent models of health

behavior in addressing the situation of persons living somewhere between the

two polarities of health and symptomatic illness, proposed the concept of the "at

risk" patient. In this scheme, the individual "at risk" had to be knowledgeable

about the potential outcomes of not modifying the situation in order for the

condition to have any effect on behavior. Developed to help explain the

behaviors of the obese and persons exposed to environmental hazards, the
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original concept is limiting. Sebesta (1990) elaborated upon this concept as a way

of describing the somewhat unique experience of persons living asymptomatically

with HIV infection;

"While the experience of persons with diagnosed AIDS and related
conditions fits into those analytical frameworks utilized in the agenda of
social psychology germane to most chronic illnesses, that of the
asymptomatic seropositive person, with only the diagnosed probability of
future illness development, and the substantial degree of medical and
scientific uncertainty, does not...their notion of self, their beliefs, actions
and interactions, in both the present and future, become altered and
potentially overshadowed by the probability of developing the
debilitating social, psychological and medical complications associated
with a prognosis of AIDS and the grave potential for premature death.
In orienting their view of self around these expected afflictions,
seropositive persons come to develop a subjective interpretation of what
it means to be "at risk", a new way of being which incorporates the
expected conditions associated with an AIDS diagnosis, as well as the
anticipated consequences of their own beliefs and actions, those of
others with whom they interact, and the social world within which they
live. Thus, while still being symptom free, these persons' approach to the
world, their interactions with others and their future biographies are
altered or modified as a result" (Sebesta, 1990, pp. 6-7).

In order for the asymptomatic person to take illness prevention actions

they must face the paradox of believing to be ill, while believing that they are

still quite healthy (Mendelsohn, 1981). Thus, two different subjective

interpretations of one's present health condition are engaged at the same time.

The belief which takes precedence over the other in guiding the "at risk"

person's perceptions about the future, potentially play an important role in the

utilization of care. A study examining persons who successfully underwent

coronary bypass surgery characterized two types of patients depending on their

diagnoses and ways in which they expressed their illness; the "chronic" who saw

67



themselves as ill and demonstrated a low utilization of rehabilitative and

preventive activities, and the "at risk" patients who readily engaged in these

activities (Gutmann, Pollock, Schmidt, & Dudek, 1981).

The opposite implication of this study may be the case for persons who

are "at risk" with HIV disease who have not yet experienced HIV-related

disability. Research has demonstrated that a person's perceived health status is a

central variable in trying to determine behavioral outcomes of chronic illness

(Krantz, & Deckel, 1983). Health related decisions are here seen to be

dependent on the persons interpretation of their health situation, not their actual

physical status. With the asymptomatic, who have no debilitating health

problems, a person more likely to interpret his/her condition as "at risk" than

"chronic" may be less likely to engage in prophylactic care because the perceived

level of severity appears less. Thus, the degree to which a regimen of routine and

prophylactic care is initiated and maintained depends upon how much the at risk

person views himself/herself as potentially becoming ill.

THE HEALTH BELIEF MODEL

Outside of the interactionist tradition, the predominant focus of social

psychological research about preventive health behavior has attempted to predict

health service utilization by measuring health-related motivations, estimates of

subjective susceptibility to illness, perceived severity of illness, and estimates of

the personal efficacy of proposed treatment regimens (Rosenstock, & Kirscht,
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1979). The most widely used conceptual framework guiding these analyses has

been the health belief model. A brief discussion of this conceptual model and its

major flaws is included in the discussion because it remains so widely used in

health sciences research.

Employing the above mentioned subjective and interpretive variables, the

health belief model maintains that in questioning whether to reduce a perceived

threat to one's health, individuals will undertake health actions only if they

believe that in doing so the outcomes would be more beneficial than costly to

themselves (Mendelsohn, 1981; Ostrove, & Baum, 1983). The model contends

that utilization (or compliance with a health recommendation) will be greatest

for persons who believe themselves to be at highest risk (most susceptible), for

those whom the seriousness or severity of the health problem is viewed to be

great, and for those who hold the belief that taking health actions is more

efficacious than not.

In spite of its wide use in the psychological, sociological and health

services literatures, the health belief model has not proven to be all that reliable

nor analytically robust (Ostrove, & Baum, 1983). Cross-comparison between

studies employing the health belief model has been hampered due to the lack of

standardization of measured variables, problems with the measurement of

subjective concepts such as beliefs, and non-consistent effect sizes with the

analyzed data. Even if its methodological and analytical problems were

overlooked, the health belief model proves to be a limited conceptual tool in
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understanding health behavior. The knowledge over the seriousness of a health

problem or that the perceived threat of disability is strongly correlated to

decision making and health behavior is neither very useful nor insightful. This is

so because the model sheds no light upon further implications for interventions

or health education. It has also been suggested that another failure of the model

is having its outcome measures rooted in the degrees to which services are

utilized (e.g. number of physician visits), rather than more informative social

psychological variables which could better illuminate decision making behaviors

indicative of preventive health (Berkanovic, Telesky, & Reeder, 1981; Kotarba,

& Lang, 1986).

SOCIO-CULTURAL INFLUENCES ON HEALTH DECISION MAKING

A major question to emerge from the rejection of the health belief model

as a useful analytic tool is other than symptom specific health beliefs, what

influences the decision making process to seek out formal health services and

undertake preventive health care actions? The literature on health related

decision making suggests that people are strongly influenced by the actions and

attitudes of those around them with whom they can compare their own behavior

and feelings (deCarufel, Jabes, & Straszak, 1981). Ostrove and Baum (1983)

have suggested that there are only a few relevant variables which researchers can

interpret in understanding health care utilization: structural, or enabling variables

(e.g. having insurance or a source of available payment for care, having the time
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to seek out care, etc.); and sociological and social psychological variables of

which this research is based, (cues to seek care, e.g., community support, access

to community distributed information).

Where the health belief model is an attempt to understand the decision

making process by measuring personal preferences, beliefs and orientation

towards formal medical care (Ostrove, & Baum, 1983), the work undertaken by

Suchman (1964, 1965, 1967), attempts to explain illness and preventive health

behavior by locating the individual within the influence of particular social

groups (Langlie, 1977). The basic premise of this early "social network" research

was that the "form" of the social organizations with which individuals were

associated, was directly related to their health orientation and behavior

irrespective of demographic and health status variables;

"our hypothesis is that...individuals who belong to
relatively...homogenous and cohesive groups will be...likely to react to
illness and medical care in terms of the social group's definition and
interpretation of appropriate medical behavior" (Suchman, 1965, p. 3).

Bridging the micro and macro levels of analysis, this socio-cultural

approach stresses two major factors tieing individual health orientation to the

structural organization of their social network; 1. group structure, and 2. the

health related value system held by the individual (McKinlay, 1972). Persons

from more cohesive groups or "parochial" in Suchman's terms, depended more

on the advice and prescriptions of friends and relatives in making health

decisions than persons coming from a "cosmopolitan" structure characterized by

looser, more socially distant ties. Suchman's simplistic dichotomy concerning
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Social distance is readily applicable to the situation of HIV disease within an

urban gay community, and gives a preliminary indication that a more detailed

social network analysis will be helpful in predicting the factors underlying the

utilization of early care strategies for the men being studied.

As discussed in Chapter 2, for many men who have sex with other men,

the urban gay communities of Los Angeles and San Francisco have become

subcultural meccas, gay ghettos within which those dubbed as socially marginal

could find easy acceptance in the liberal mainstream of California urban society.

Here many found a new "cohesive" cultural family with which to identify and

embrace a set of non-traditional values and normative behaviors. With the

advent of the current health crisis which initially manifested in this particular

subculture, a gay sensitive, gay oriented and largely gay staffed and gay identified

community health and social support system developed to meet the health and

educational needs of its community's members. Taken together, the existence of

such community-based mobilization, subcultural identification around the disease

and the sheer density of infection among the gay and bisexual men living in these

cities, the community itself could be viewed as being (as Suchman coined)

"parochial", close relationships aiding gay identified men in their decision

making process around HIV.

This conceptual approach also points out that for persons with HIV

disease living outside or not identifying with the gay/HIV community, the

normative prescriptions of the gay network would be expected to have less
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impact upon their interpretation of self and behavioral actions. We would

therefore expect differential utilization behaviors for these less "cohesive"

individuals because they: 1. potentially hold different values, norms, beliefs and

lifestyles than those targeted by the providers of services, and may consequently

reject services as non-appropriate, 2. receive differential treatment by gay/

predominantly middle-class/ non-minority oriented providers, and 3. may never

gain access to the avenues of information distribution oriented towards the

mainstream gay community.

To stress the importance of this third point; as social beings, people

acquire a culturally specific body of knowledge about illnesses upon which they

base their health care decisions. This knowledge informs the interpretation of

symptoms, predictions of what the illness will mean for life in the future (the

illness trajectory), and the most efficacious course of treatment to follow.

(Robinson, 1971). Therefore, those who have access to this body of knowledge,

would be most likely to engage in the prescribed therapy.

Various sociologists have noted that for many people, decisions to

undertake health promotive actions requires more than the knowledge of being

ill or at risk, or that appropriate care options are available. Frequently, cues to

action are required, these being the social occurrences and interactions

facilitating health prevention and medical intervention. These "triggers" help

move the health condition into a more immediate position within the person's

system of cognitive relevance (Schutz, 1964; Zola, 1973; Bloor, 1985; Kotarba, &
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Lang, 1986).

For gay and bisexual men living with HIV disease these cues may range

from mass media campaigns, advice from friends and significant others in their

social network, reference group pressure from within the gay community, to the

illness and/or death of a friend or loved one from AIDS (McKusick et al., 1984;

Kotarba, & Lang, 1986; Woods, 1988). Nerenz and Leventhal (1983) proposed

that there are three main environmental influences linking the self as it is

manifested in the illness experience to the system of preventive health care: 1.

cultural and institutional structures, 2. Social communication among people, and

3. private experience. The theoretical tenets driving the current research concur

that the health actions of the men being studied will best be understood by

bridging these three influences. To reiterate, constructs used to illuminate these

are social network, interaction and information distribution, role influence and

personal health beliefs.

ADHERENCE TO HEALTH PRESCRIPTIONS

Research examining the multiple factors influencing utilization of

preventive health services, including accessing available health information,

entering into Screening and diagnostic testing programs, following prescribed

treatments regimens, and adherence to prophylactic lifestyle changes have fallen

under many different banners within the health literatures. The conceptual

headings of compliance/non-compliance, adherence/non-adherence, and

74



delay/non-delay in help or information seeking are each attempting to explain

factors influencing health promotive actions given the threat of illness

development. The research falling under these conceptual frameworks represents

the endeavors of different disciplines encompassing many different paradigmatic

and methodological orientations, often at odds with one another. This section

briefly reviews the prior work of these various perspectives and presents some of

the major findings and theoretical insights most germane to the current study.

A social interactionist understanding of adherence/non-adherence to

treatment recommendations' looks towards "patient-centered" factors such as

the interpreted meaning of an intervention within the context of the patient

managing all aspects of his/her life, in contrast to a "medical-centered" approach

which equates the act of non-adherence with either deviant behavior or factors

directly related to faults within the formal health delivery system (Conrad, 1985).

The former view thus attempts to examine issues of adherence from the vantage

point of personal experiences rather than that of a set of reified structural

variables (Herzlich, & Pierret, 1987; Hayes-Bautista, 1976). As Hayes-Bautista

(1976) voiced,

"it is not likely that the average patient explains [his]/her behavior to
[himself]/herself in terms of age, sex, education, marital status, social
class, norms, values or other variables often used by social scientists in
their descriptions of the world. Instead, the patient will often have [his]/

'the conceptual heading of adherence/non-adherence to recommended health prescriptions will
be used throughout this section to represent the three headings of compliance, adherence and delay
in seeking information and/or care. It is felt that the heading of adherence best matches the
experience of persons following community and medical prescriptions around intervention strategies
for HIV disease.
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her own set of explanations for non-compliance. The definitions and
constructs belonging to that world should be examined in order to
understand how the patient makes sense out of their world, and hence
ultimately, out of [his]/her own behavior" (p. 233).

This approach, by focussing upon individual meaning and experience, aids our

understanding of health behavior by directing our attention to the socially

influenced processes by which individuals interpret health recommendations

within their own system of relevance, and begin to take action upon these

recommendations when their illness or at risk condition begins to take priority or

"problematic familiarity" over the other perceived concerns in their lives (Schutz,

1970a).

Previous research and theoretical examinations of adherence to health

recommendations have generated a large and varied list of potential reasons for

why people may not follow prescribed interventions (Glasgow, McCaul, &

Schafer, 1986; Meichenbaum, & Turk, 1987; Turk, & Speers, 1984; Hennrikus,

Girgis, Redman, & Sanson-Fisher, 1991; Conrad, 1985). Following the above

discussion, utilizing the micro level of abstraction, non-adherence can be

attributed to persons feeling that they are getting better; prescribed medications

viewed as being ineffective, problematic to take, or such that the benefits of

taking do not outweigh the potential side-effects; and the gain of a sense of

control over the illness by non-adhering (Conrad, 1985). From the more macro

perspective, non-adherence to health recommendations can be potentially

attributed to the structural barriers of time, economic ability and service

availability (Hennrikus, Girgis, Redman, & Sanson-Fisher, 1991).
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Reviews of the adherence literature have pointed out the difficulty of

cross-comparisons between studies due to the lack of consensus around

definitions and measurement of relevant variables both within and across the

many paradigms and disciplines involved in this research (Meichenbaum, &

Turk, 1987). The adherence literature is especially difficult to match with the

experiences of persons living with conditions which can be responded to outside

the formal health care system. Most studies have looked at adherence to

treatment regimens and prescribed behavioral changes under the authority of a

physician, by measuring medications taken, blood analyses, office visits and the

like. Measures of self-care and non-physician delivered health treatment and

services have largely been absent from the literature.

PREVIOUS RESEARCH

The relative importance of this area of research is evidenced by reports

indicating that up to 50% of people do not get the optimal benefits from

prescribed health interventions (Sackett, & Snow, 1979). Unfortunately, reviews

of the related literatures have indicated wide variations in subject matter,

measurement, results and levels of abstraction across studies. Noting that a

cohesive synthesis of the varied research in this field is hard to attain, Haynes

(1979) found that only a small number of variables consistently predicted

adherence with medical regimens, those being more structural rather than

sociological variables indicative of knowledge, social norms, and patient/provider
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interactions (Haynes, 1979). Conversely, other examinations of the adherence

literature have indicated that variables measuring knowledge and social influence

were highly related to the prediction of adherence (Kirscht, & Rosenstock, 1979).

Pertinent to the present analysis of persons with HIV disease, an early

study examining the utilization of prophylactic treatments in persons with

rheumatic fever indicated that persons were more likely to be in prophylactic

care if they had relatives with the same illness, had recent experience with

disease symptomology, held beliefs that the condition was serious and that their

susceptibility was high (Heinzelmann, 1962). These three factors have direct

comparative relevance to the examination of HIV-infected caregivers for persons

with AIDS. The factor of family network exposure directly corresponds to the

situation of gay male HIV-infected caregivers who are typically caring for their

significant life partners or best friends. Conversely, research on persons aware of

being at risk for cancer who delay diagnostic testing has illustrated that for those

who delayed testing, previous experience with the suffering and death associated

with the disease was much more common, even though their knowledge of the

disease and related health options was increased (Antonovsky, & Hartman,

1974). Those acting as caregivers to persons suffering from the same progressive

disease carried by the caregiver, may also experience a conflict in their ability to

satisfy the obligations attached to being both provider and patient. A sense of

ambivalence towards self-care and help-seeking might be a potential outcome

(Merton, Merton, & Barber, 1983).
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The third finding of seriousness and threat (locus of control) are factors

which theoretically would be expected to be very high and indicative of

adherence among people living with HIV disease given the sheer density of sick

and dying in the community. Contrary to this assumption, a study on the delay of

seeking care for signs of melanoma found that almost half of the people followed

thought that the early signs of being at risk for the development of cancer were

not serious enough to warrant seeking out information (Hennrikus, Girgis,

Redman, & Sanson-Fisher, 1991). Close to 30% of study participants decided to

adopt a "wait and see" approach to their care, while 30% underrated the

importance of early intervention (Hennrikus, Girgis, Redman, & Sanson-Fisher,

1991). This study has important implications for understanding the experience of

persons with HIV disease due to the similarities between the two illnesses. Both

are characterized by the absence of a cure or long-term effective treatment for

advanced stages of the disease, and that the best health option for both is early

diagnosis and prophylactic treatment.

Given that the efficacy of therapeutics for the long-term management of

HIV disease has not yet been achieved, a brief review of the literature on

adherence among patients with other long-term chronic conditions is presented

here in the belief that this research can better our understanding of the issues

surrounding utilization of available treatments among the HIV-infected.

Nehemkis and Gerber (1986) discussed the problems encountered by persons on

hemodialysis in ways directly applicable to persons with HIV: "the patient is
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asked to exercise extreme self-discipline, but with no possibility of the medical

condition improving and often with the knowledge that neither adherence nor

non-adherence to the prescribed regimen offers a certain outcome" (p.77).

Research on adherence to treatment regimens for hypertension and other

chronic conditions has indicated that adherence rates are lowest when the

following factors are present: when no immediate discomfort or risk is evident,

when life-style changes are necessary, and when prevention as opposed to

symptom palliative or cure is the outcome (Cummings, Becker, Kirscht, & Levin,

1981; Kirscht, Kirscht, & Rosenstock, 1981).

Examinations of the adherence behaviors of people living asymptomatic

with chronic conditions other than HIV disease have also shown that a high

proportion of the people who were aware of their condition and the risks

associated with not using recommended interventions, did not utilize the

available care options (Wilber, & Barrow, 1972). Various researchers noted that

decisions to delay a course of treatment is often unrelated to the disease or to

the treatment process proper, but to social psychological factors and/or

individual attributes (Zola, 1973; Clements, and Wakefield, 1972; Williamson, &

Danaher, 1978). Also, life circumstances often conflict with decisions to act upon

one's health problems, functioning as social and structural barriers to seeking

care (Kirscht, Becker, & Eveland; Blaxter, 1983; Becker, Drachman, & Kirscht,

1972). In seeming contradiction to the social psychological argument, it has been

proposed that the knowledge of illness, in and of itself can add the motivational
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component not directly supplied by other social, psychological and structural

factors (Tagliacozzo, & Ima, 1969). This last point indicates that adherence to

treatment regimens and health behavior in general, is an extremely complex

process. No one perspective can fully explain individual action, but taken alone,

each perspective supplies valuable insight into understanding a part of the

process.

Much of the research examining adherence to preventive health

prescriptions has been conducted around the experience of cancer. Data on the

adherence to breast cancer screening programs have indicated that social

variables were highly correlated with participation. Persons utilizing this type of

early care expressed that their social networks were the source of the most

valuable and influential health information, and that network members served as

the major motivating factor on their participation (Sansom, Wakefield, &

Pinnock, 1971; Gravell, Zapka, & Mamon, 1985). This research suggests that in

terms of adherence to health recommendations, significant others can facilitate

or inhibit utilization by supplying a channel of relevant information. This helps to

define normative behavior through the pressures of one's immediate social

environment and provides an outlet for comparison and interactive decision

making (Rosenstock, 1975; Antonovsky, & Hartman, 1974).

In the above discussion, studies indicating that decisions to enter into

prophylactic health behaviors are dependent upon a variety of structural factors

which can limit access, and present obstacles to life-style change and the
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utilization of prescribed care strategies were only briefly mentioned. There is a

long tradition in the health services literature addressing the social, political,

economic, and structural factors limiting access to health information and

services. For the purpose of this research, an acknowledgment is thus put forth

that these structural conditions exist, and that their effects are by no means

insignificant for the population being studied.”

SECTION IV: CHANNELS OF HEALTH INFORMATION - THE
HIERARCHY OF INFLUENCE

The discussion of the previous two sections was largely concerned with

demonstrating the social and cultural nature of the acquisition of information

and beliefs around health and illness, and the undertaking of health actions upon

this knowledge. The literatures reviewed in this section will situate the health

knowledge/ behavior hypothesis thus far developed, within a larger social

framework. My purpose is to draw from the fields of health education, media

* I here offer a brief list of the major factors to have emerged from the AIDS/HIV literatures
hypothesized to limit utilization of care strategies for HIV disease.

Major obstacles to utilization and access:

- stigma against gay men and people with HIV infection
- fear of the disease

- perceived failure of current treatment regimens
- economic concerns

- lack of insurance/ need to protect coverage for the future
- lack of information

- subjective psychological factors such as denial
- cultural inadequacy of services

The major sources referenced to compile this list of intended control variables follows: Marks, &
Goldblum, 1989; Love, 1991; Zucconi, Kingsley, Love, & Ishii, 1990; and Morin, Charles, &
Malyon, 1984.
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and communications, public health and HIV itself in strengthening the

underlying thesis that within a hierarchy of influence concerning the acquisition

of HIV-related health information and beliefs, and the actions those living with

the disease take upon this, their immediate social network and the gay/HIV

subculture in general, are a predominant and constructive influence.

The discussion at hand documents the extent to which the gay/HIV

subculture has been the predominant player in the dissemination of information

pertaining to treatments and services available to persons HIV-infected in San

Francisco and Los Angeles. Two bodies of literature relevant to the study of

HIV-related information distribution to the gay/HIV community are reviewed:

the first discusses research from the fields of health education, public health,

communication studies and mass media campaigns demonstrating the importance

of interpersonal interaction and cultural specificity in the effective dissemination

of public health information; the second concerns the historical development of

the gay community's expertise in informing and effectively educating itself

around HIV contagion and treatment strategies.

ILLNESS EDUCATION

The dissemination of public health information is a concern of academic

scholars, health educators, providers and policy planners from a variety of

different disciplines and theoretical backgrounds. Most persons agree that the

diffusion of health information is primarily a communication process taking place
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within various channels of influence, with the primary aim of reducing

uncertainty and motivating health promotive behavior (Rogers, 1983; Devine, &

Hirt, 1989). Research attempting to determine the effectiveness of these

pathways of influence have largely concerned itself with general mass media

campaigns, health recommendations promoted through the official channels of

the public health system, and information shared between care recipients and

their health care providers, communities, families and friends.

The field of mass media analysis is very large and encompasses a wide

scope, ranging from entertainment to advertising. Its applicability to the concerns

of effectively disseminating health information has been widely debated in the

various literatures. Tones (1981) has argued that the power of the mass media

has been over-emphasized in health education, citing the lack of conclusive

evidence that any major changes in health practices has resulted from exposure

to this type of information dissemination.

Assuming its efficacy, general problems associated with the development

of mass media campaigns include: 1. the difficulty of consensus reaching between

the various players involved in the production and dissemination of the

information (medical researchers, health practitioners, public health advocates,

representatives from the political arena, and community and patient advocates);

2. the information is often oversimplified in the attempt to reach as broad a

population base as possible; 3. once developed, the exposure to the information

by those who stand to benefit from it is at best, situational; and 4. given the
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expense of mass campaigns, they invariably fail to achieve adequate air time or

press coverage (Freimuth, 1987). It has also been expressed in the literature that

opposed to being beneficial in promoting health preventive behaviors, the

primary effect of health related mass media campaigns has been to further raise

levels of uncertainty and anxiety, rather than reinforcing existing beliefs about

current health interventions (Slaughter, Napolitano, & Freimuth, 1985; Rogers,

1983).

Studies reviewing the effectiveness of mass media campaigns have cited

that the use of this form of information distribution may be working at a level

far too distanced from the social reality of individuals and their immediate

networks of associates. In the attempt at reaching a broad array of individuals,

mass campaigns may have no individual credibility and persuasive impact

(McGuire, 1981). Fennell and Warnecke (1988), in discussing the importance of

the social milieu in the effective diffusion of health innovations, commented that;

"organizational networks develop in social environments or communities,
and network forms reflect the characteristics of these environments. In

other words, the ecology into which the diffusion process is introduced
influences how the need for the innovation is defined, the form the
innovation must take if it is to be accepted, the type of channel through
which it is diffused, and how the innovation is introduced through these
channels" (p.63).

Various studies on mass communications and diffusion/dissemination of

health information have indicated that people rarely take action upon the

information they receive through the mass media unless it is also conveyed

through social interaction with one's close associates (Granovetter, 1973; Rogers,
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1983; Katz, & Lazarsfeld, 1955; Edgar, Hammond, & Freimuth, 1989; Chaffee,

1972). Optimal effectiveness of health communications is best achieved through

direct interpersonal contact or when the health information is disseminated

through different "layers" of contacts within an individual's social network

(Rogers, 1983).

But, the media can be somewhat effective if it has direct relevance to a

particular community or culture. Chaffee (1972) explains that engagement with

particular media sources is related to persons' social contacts and the belief in

the "utility" of the media source to supply culturally relevant information which

is anticipated to be valuable enough to be shared with social contacts in the

future. Media diffusion must therefore reflect the culture of the individual’s

Social network to be effective.

In terms of educating gay men living with HIV disease, the above

discission indicates that an information campaign channeled through the general

mass media would be bound for failure. Given the implications of the above

discussion that the diffusion of information through the media will be effective

only to the extent that its content matches that of the intended community or

culture, the general media in this case, would have to become "gay appropriate".

Also, given the continuing climate of homophobia which characterizes our

contemporary culture, the media cannot be expected to facilitate effective HIV

information diffusion, because the socio-political economy of the general media

does not abide with information characterized by "gay appropriateness".
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SOCIAL NETWORK AND INFORMATION DISSEMINATION

Different scholars working in the communications/health information

fields have stressed the importance of social interaction and networks of

influence. These networks have been described as the others with whom

individuals engage in direct comparison (Festinger, 1954), as well as being the

"umbrella" of informal contacts within one's community (Granovetter, 1973).

The point most agreed upon in the literature, is that peer sources are

more effective in transmitting information and influencing behavioral action than

"extraordinary" persons who are often promoted as role models living outside a

person's regular network of interactions (McGuire, 1981; Cialdini, 1988;

Festinger, 1954).

Models of information campaigns from within the social psychology

tradition have evidenced the effectiveness of various social sources of

information in promoting preventive health actions. Factors helping to shape

behavior included: information gained through direct experience with others

sharing the same concerns, having confidence in the information received from

one's personal network, and most importantly, having access to the input of

others concerning the sharing of new information. The final point being

significant in that it enables role-play and self-prediction (Devine, & Hirt, 1989).

Freimuth (1987) stresses that it is a person's interpersonal source of information

that holds the key to effectiveness. These are the individuals classified as being

"weak ties", or acquaintances seen on a regular basis making up the person's
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extended social network.

Two final points in regards to the social network approach to health

information dissemination are offered. The first concerns the position of the

clinical practitioner as a source of information. In a study examining the sources

of information by which women learned of the availability of cytotests for

cervical cancer, and the major influences upon these women to eventually be

tested, Sansom, Wakefield and Pinnock (1971) discovered that it was the

personal sources of information which were most effective in reaching the

majority, especially those women in the lower economic brackets. These authors

suggested that the information received from other friends and relatives, even

from the media, was more effective than that gained from medical clinicians.

This was attributed to results indicating that the knowledge gained from the

former sources was acted upon, while from the latter was deferred. This study

suggests that for certain groups of people, the social network may be foremost

within an informational hierarchy influencing action upon preventive health

information.

The final point before discussing information dissemination within the

context of HIV disease, concerns the unfortunate side of the effectiveness of

social network influence. Researchers working in the fields of communications

and stigma have noted that perceived stigma functions to keep people from

accessing potentially damaging or threatening information (Goffman, 1963; Cline,

1989). In areas like San Francisco and Los Angeles, where the dissemination of
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information has been so heavily wedded to the history and politics of the

gay/HIV community, those not identifying with these cultures (heterosexuals,

IDUs, teens) may experience a "reverse" stigma. This concept implies that in

these two urban centers, AIDS and its related "models" of care and education

are largely perceived to be a problem afflicting gay men, and as such, health

information may seem either inappropriate or threatening to the non-gay

identified HIV-infected person (Russell, 1990).

HIV INFORMATION DIFFUSION/THE HIERARCHY OF INFLUENCE

A major study conducted by the State of California's Office of AIDS

evaluating AIDS education in the state, concluded that the reach of formal AIDS

education materials is determined by subcultural affiliations. Results indicated

that community-oriented gay men were the best informed of all persons thought

to be at risk for HIV infection in the state (Harder, Wexler, Marotta, Murphy, &

Houston-Hamilton, 1987). The study's authors maintained that people frequently

turned to friends, community institutions, and community-based publications to

learn about the disease and the best actions to take. The authors of this study

concluded that for the state's gay men, this "learning" or sharing of HIV-related

information, was best facilitated by involvement in different levels of community

oriented social "turfs".

Conceptually, this evaluation study recognized that there were three

predominant levels of influence working to either inform, or keep in ignorance,
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those persons in need of information about the disease: micro turfs, referring to

the personal experiences and relationships which the at risk person is involved;

middle-level turfs or the various social circles, networks and subculture with

which the individual interacts and identifies; and the macro layer, referring to the

institutions, neighborhoods and ecologies integrated into the individual’s urban

gay environment.

The results of this statewide study indicated that knowledge and behavior

modification were greatest in those areas having the highest density of gay

people (Harder, et al., 1987). The urban gay environment provided the greatest

opportunity for the types of personal experiences fostering effective information

diffusion among the state's gay people. Differences in the extent to which

individuals identify and participate with these socially defined levels, the extent

to which they view them with legitimacy, and the level of knowledge and

expertise within the interacting members of each of these points of influence, all

help to define the potential effectiveness of community distributed health

promotive messages. Consequently, ethnically identified homosexual men,

identifying less with a "gay" community were not as effectively reached with

health information. Men who had sex with men yet identifying themselves as

heterosexual were found to have among the lowest levels of AIDS related

knowledge of any group within the state.

As implied earlier, in terms of a hierarchy of influential relevance, the

media and nationwide public health campaigns around HIV have proven to be
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largely ineffectual. The first national information distribution campaign by the

Centers for Disease Control did not even take place until 1987, six years after

the epidemic had begun its spread (Edgar, Hammond, & Freimuth, 1989). Simon

Watney (1987) has argued that the representation of AIDS in the mainstream

media has characteristically been guilty of "articulating profound social forms

and anxieties in a dense web of racism, patriotism and homophobia" (p. 8).

Others social historians have observed that the medical literature, political

essays, television programming, and newsprint have all promoted the continued

stigmatization of gay people by equating AIDS educational materials with

"deviant" sexual behavior and lifestyles, as well as persistently differentiating

between those deemed innocent, as opposed to the guilty (Treichler, 1988;

Crimp, 1988).

In a study of the perceptions of gay men around various sources of

potential information and care, a major concern of those interviewed was the

accuracy and credibility of the information being disseminated (Getty, & Stern,

1990). Gay men, having a large distrust of the media, felt that necessary

information could best be located and shared amongst themselves.

Taken together, non-gay identified physicians and the organized

profession of medicine have not yet demonstrated empirically to be a relevant

source of information dissemination within the hierarchy of effective influence

around promotive health recommendations for HIV disease. To repeat a

significant point made earlier, due to various social and political reasons, gay
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identified grassroots AIDS organization throughout the country were left to take

the lead in encouraging early detection and treatment of HIV disease, while the

medical profession waited for researched proof of treatment efficacy (Goldblum,

& Marks, 1988). This non-proactive position of medicine, added further

confirmation that the majority of physicians lacked adequate expertise and

knowledge, nor espoused the trustworthy intent to effectively deal with the

challenges of HIV-related treatment and care (Bayer, 1987).

A study on the social comparison processes of patients with cancer can

serve as an illuminating contrast (Molleman, Pruyn, & Knippenberg, 1986). As

with people living with HIV disease, cancer patients face a certain amount of

uncertainty around the prognosis of the disease, and the efficacy of available

treatments. Likewise, cancer patients are in need of much information about

their health condition. An hypothesis by these researchers maintains that when

experts have little new information about the understanding of the illness and

advancements in its treatment, patients turn to others living with the disease for

their source of information (see also Gallagher, 1988). Comparatively, the early

history of HIV disease was characterized by great uncertainty and biomedical

inaction. Knowledge about the disease was often disseminated within gay

channels as rapidly as it was developed, frequently through information

exchanged between gay or gay-sensitive biomedical researchers and persons with

HIV, prior to traditional medical journal submission and review (Gerbert,

Sumpser, Sebesta, & Barnes, 1990). The information diffused within the gay/HIV
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channels often took years to reach the majority of medical practitioners (see

Sarti, 1990 as a pertinent example).

What has happened in the developing history of HIV and the rise of the

gay/HIV lay medical culture, is that the lay channels of information, referral and

care have for many become more expert and trusted than those of professional

medicine. People with HIV and the gay/HIV community itself, has gone on to

assume the responsibility for educating physicians with relevant information,

attempting to keep them on the cutting edge of treatment and care options

(Long et al., 1990; Gerbert et al., 1990). In essence, a gay/HIV subcultural

paradigm of influence has been created, which must negotiate with the more

formal channels of bio-medicine to insure the most efficacious response to the

continuing health crisis (Patton, 1990).

THE DEVELOPMENT OF A GAY/HIV SUBCULTURAL PARADIGM

Theoretically, the effectiveness of information dissemination around

health promotion within a specific community, depends upon the level of

structural development the community is in. Certain conditions must be in place

in order for this process to be effectively carried out (Ashton, 1988). In regards

to the gay/HIV communities of San Francisco and Los Angeles, the pre-existing

structures of the community were fortunately, already present when the AIDS

epidemic began (Altman, 1982).

Getty and Stern (1990) have observed that an initial dichotomy existed
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between gay men and members of the health care professions in their

expectations of appropriate medical care and research in the context of an

emerging health crisis. In general, this dichotomy prevented the gay identified

consumers from harmoniously working together with the health care

establishment. Due to the perceived inaction of the collective medical and health

professions early in the epidemic, the gay community responded by taking the

lead in developing models of prevention education, promoting public health

concerns, and assuming the responsibility for the dissemination of information

concerning HIV through network channels already in place, relied upon, and

trusted by the members of the gay subculture (Lovejoy, Moran, & Paul, 1988;

Shilts, 1987; Patton, 1985; Altman, 1987; Getty, & Stern, 1990).”

It has been suggested that HIV-related health information has been

disseminated via two different spheres of influence: the first employing a top

down approach focussing on issues deemed important by policy makers and

health educators; the second, a bottom-up approach originating in the lived

experiences of community members (Wiseman, 1989). In the epidemiological and

socio-political uniqueness of San Francisco and Los Angeles, these two spheres

or diffusion channels are not necessarily distinct. As noted earlier, gay people in

these affected communities were able to assume positions of leadership and

responsibility in the fields of public health, health politics, health education,

* For a discussion of the pre-existing structural conditions allowing for the effective
dissemination of HIV information through already established channels within the subculture, refer
to chapter one.
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health care planning and delivery, health activism and political lobbying.

The extensiveness of the organizational and educational response of the

gay community is attested by the abundance of gay founded, identified and run

community-based organizations, health information newsletters and self-help/

counseling groups in existence today (Perrow, & Guillen, 1990; Aggleton, 1989).

The list of community identified, highly respected HIV-related health journals,

treatment guides, and computer bulletin boards is vast, and witnesses its relative

position of influence in the hierarchy of information diffusion (Project Inform,

1991; Armington, 1991; James, 1991; Russel-Manning, 1988; Moffat, Spiegel,

Parrish, & Helquist, 1987; Delaney, & Goldblum, 1987; Baker, 1990; Baker,

Moulton, & Tighe, 1991).

To conclude this chapter, a brief discussion follows concerning the scant

health services research attempting to document the effectiveness of the

gay/HIV community in educating itself, and in confirming the gay/HIV

informational network to be the most relied upon informational source within of

the various channels of knowledge diffusion.

A study by Hays and Tobey (1990) has demonstrated that for people HIV

infected, interaction with others living with HIV disease offers the greatest

opportunity for reciprocity, and was considered to be the best source of

informational support by the HIV-infected men studied. The presence of others

sharing the same disease in one's social network was found to be associated with

better psychological well-being, as well as allowing for the opportunity to share
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information and mutual support (Hays, and Tobey, 1990).

A study examining the levels of help-seeking within the social networks of

persons with HIV disease has indicated that gay identified HIV seropositive men

most rely on theirs peers as their main source of informational help (Hays,

Catania, McKusick, & Coates, 1990). This research aimed to answer two main

questions: to what degree did each of four groups (persons with diagnosed AIDS,

persons non-AIDS diagnosed HIV-infected, persons HIV negative, and persons |

untested) seek help and support for their AIDS-related concerns from peers,

family, and professionals; and to what degree of each of these different sources

of help and support were viewed as beneficial. Hays, Catania, McKusick, &

Coates (1990)" concluded that peers would be the persons most relied upon,

more so than persons within family and/or professional networks. These

researchers hypothesized that this was due to: 1. social support networks typically

being peer oriented, 2. the fact that gay men tend to be more reluctant to seek

help from professional sources, 3. the continuing stigma and the potential

discrimination associated with AIDS and homosexuality, and 4. the typical

preference for individuals under stress to affiliate with others experiencing a

similar situation.

A study by Hedge and Glover (1990) indicated that for gay and bisexual

men attending group meetings, along with the sharing of information vital to the

“In agreement with the position and materials presented previously in this discussion.
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health of persons living with HIV disease, the coming together as a group also

facilitated the exchange of personal experience and mutual support. The findings

of this study are to some extent expected, noting that for gay and lesbian people

in general, friends are the most frequent source of support (Kurdek, 1988).

Finally, the sharing of health information by, and among gay people was

also found to be associated with feelings of empowerment by persons

participating in community activities (Getty, & Stern, 1990). Persons studied felt

that this new sense of "power enabled them to assume responsibility for their

own health and safety" (p. 901).
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CHAPTER 4.

METHODOLOGY

This dissertation research builds off an extramurally funded project titled

"Stress and Coping Among AIDS Caregivers" (P.I. Leonard I. Pearlin, Ph.D.) at

the University of California, San Francisco. This study, known as the AIDS Care

Study, is funded by the National Institute of Mental Health and has been under

way since August, 1990. The project is affiliated with the AIDS Office of the San

Francisco Department of Public Health, The Community Consortium of Bay

Area HIV Health Care Providers and the University of California, Los Angeles

School of Public Health. A convenience sample of 487 non-family related men

and women caregivers to persons living with AIDS or symptomatic HIV disease

was recruited from the Los Angeles and San Francisco Bay areas.

The cross-sectional data for this dissertation research comes from the first of

three waves of data currently being collected at seven month intervals from the

AIDS Care Study's sample of caregivers. The aim of this parent study is to

longitudinally examine the day-to-day experiences of the friends and lovers who

actively provide care and assistance to persons living with the disease. Although

it was evident that informal care eased the burdens of those who were living with

the manifestations of AIDS/HIV, it was less apparent from both the AIDS/HIV

literature and from general knowledge, what price informal caregivers themselves

pay in terms of their own health and well being. Study participants were
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questioned about the financial, social, emotional, and physical costs of caregiving,

and how bereavement influences their own physical and emotional health

behavior. This applied research was based on the premise that a better

understanding of the stressors related to caregiving and bereavement over-time

would allow for the improvement and development of community-based support

services for caregivers and the persons for whom they are caring. The study was

intended to provide a picture of the informal care system that has developed

during the short history of the HIV epidemic and to provide insight into the

experiences and health, social support and service needs of informal care

providers. It was hoped that findings and theoretical insights to emerge from this

research would be compared to information gathered in previous studies

focussing on care providers to persons living with other long term illnesses.

Proposed Hypotheses, Measures and Experimental Design:

The major research questions of this dissertation project concern the

identification of factors hypothesized to have an effect upon the utilization of

prophylactic health interventions by the HIV+ caregivers studied. Stemming

from social integration theory, it was premised that socio-cultural factors

Surrounding the experiences of the participants influenced their compliance/non

compliance to the current health prescriptions around the treatment and care for
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persons living with HIV disease. Central to this research question are the four

health care activities currently recommended by health care practitioners and

community activists alike for all persons living with HIV: 1. participation in an

HIV-related support group; 2. having regular and ongoing HIV-related medical

care from a primary health care practitioner; 3. routine hematological monitoring

for markers of immunological deterioration; and 4. using HIV-related treatments

and prophylactic therapies (either prescribed or experimental, or some

combination of both). Fulfillment of all or any of these four health prescriptions

by the study participants was measured as a dichotomous yes/no variable.

The different hypotheses which guided the analysis were derived from both

an applied knowledge of the HIV field and from theoretical perspectives not yet

adapted to the study of HIV disease. A new conceptual model and

measurements facilitating the examination of the HIV-related health behaviors of

gay identified male caregivers was developed. The five main hypotheses guiding

the analysis are as follows:

v For the HIV-infected caregiver, the degree of caregiving constraints
(the actual burdens of providing hands-on medical care and practical
support) is associated with their utilization of health intervention
strategies for persons living with HIV disease.

Caregiving constraint in this context is measured through a series of questions

designed to determine the actual help given with activities of daily living,
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instrumental activities of daily living, and the degree to which the caregiver has

helped manage the different financial, legal and social affairs of the PWA.

v The degree to which the HIV-infected caregiver is integrated into the
local gay and lesbian community is associated with their utilization
of health intervention strategies for persons living with HIV disease.

v Likewise, the degree of the HIV-infected caregiver's social network
integration into the HIV-related community is associated with their
utilization of health intervention strategies for persons living with HIV
disease.

The concepts of gay/lesbian social network integration and HIV-related social

network (community) integration was measured by multiple questions focussing

on the caregivers' participation in related gay/lesbian and HIV community

activities, as well as with measures of their political and social preferences. For

the sake of this research, the two concepts of gay community integration and

HIV community integration were regarded as being distinct and mutually

exclusive.”

* All measures used in the various analyses of this dissertation research were examined for
exclusivity and colinearity in a correlation matrix. Where measures were found to be highly
intercorrelated, the variable best fitting the conceptual intent of the question was retained in the
analyses.

For the purposes of these two concepts, it was expected that within the two California cities
from which the sample of caregivers was drawn, integration in the local gay/lesbian community
would foster participation and sentiments consistent with the portion of the general community
focused on HIV disease. All constructed scales pertaining to these conceptual headings were
examined for high degrees of significant intercorrelation, as well as combined as interaction terms
in the multivariate analyses.
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v The degree of utilization of health intervention strategies for persons
living with HIV disease by the HIV-infected caregiver will be related
to their diagnostic history and levels of immunological deterioration.

Comparisons were made between HIV-infected participants according to

various permutations of the Center for Disease Control’s (CDC) 1992 revised

classification system for HIV infection and expanded AIDS surveillance case

definition. This guideline classified persons HIV-infected within nine clinical

categories according to: three divisions of symptomology; and three ranges of

serologic markers (using CD4+ counts differentiated as 1. CD4° below 200/mm',

2. CD4+ counts between 200/mm” and 500/mm’, and 3. CD4+ counts above

500/mm') (Centers for Disease Control, 1991)."

v The HIV-infected caregiver's financial stability and health insurance
coverage is associated with their utilization of health intervention
strategies for persons living with HIV disease.

The structural constraints of financial ability to afford needed care and

therapies, and whether insurance is available to help offset the costs of care was

captured by three measures under the heading of financial status (see Table 1.

Variables and Scaled Measures, below).

* See Appendix 1. HIV Diagnostic Categories, for the complete description of the classification
system for HIV/AIDS.
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Table 1. Variables and Scaled Measures Theoretically Framing the Analysis ""

Mean S.D.
Outcome Dependent Variables

Utilization of Social Support Group 0.23 0.42
Utilization of Treatment and Drugs 0.67 0.47
Utilization of Ongoing/Routine Care 0.86 0.35
Utilization of Diagnostic Blood Monitoring 0.87 0.33

Main Effects Variables

Integration into the Gay/Lesbian Community (composite scale): 2.93 0.46

Degree of Being Out-of-the Closet (scaled items) 3.46 0.62
Community Identity and Preferences (scaled items) 2.75 0.59
Gay Community Participation (scaled items) 2.93 0.73
Relative Number of Gay and Lesbian Friends 2.59 0.82

Caregiver Treatment Knowledge and Responsibility (scaled items) 0.41 0.49

HIV Community Affairs Participation (scaled items) 2.69 0.78

HIV Community Sentiment (composite scale): 2.90 0.41

Community-wide Devastation and Loss (scaled items)
-

2.66 0.70
Alienation and Activist Sentiments (scaled items) 3.03 0.43

Structural Effects Variables

Caregiver Burden (composite scale): 2.18 0.59

Help Given with ADLs (scaled items) 1.29 0.42
Help Given with LADLs (scaled items) 2.72 0.80
Care Network Management (scaled items) 2.00 0.81
Responsibility for Formal Services (scaled items) 2.71 1.10

'see Appendix 6. Questionnaire, for a complete listing of the actual questions included in the
interview schedule.

* see Appendix 5. for the full frequency distributions on selected study measures.
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Table 1. cont.

Health Status:

HIV Treatment Category
CD4° cell count

Financial Status:

Respondent's Income
If Covered by Medical Insurance
Self-Report of Ability to Afford Needed Medical Care

Demographic Control Variables

Respondent's Age
Respondent's Educational Level
Ethnicity of Respondent
Recruitment Site - SF or LA

Source of Initial Referral (community vs. agency/health service)
Health Rating of the PWA
Length of Time Helping the PWA

Interaction Terms

HIV affairs participation
HIV community sentiment
treatment knowledge and responsibility
CD4+ cell count

HIV treatment category

gay community integration
gay community integration
gay community integration
gay community integration
gay community integration

.
HIV affairs participation * HIV treatment category
HIV affairs participation * CD4° cell count

HIV community sentiment * HIV treatment category
HIV community sentiment * CD4+ cell count

Mean

2.25

1.85

20.36

0.73

0.65

S.D.

0.84

0.75

16.14
0.44

0.48
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Table 2. Items Comprising Individual Scales

M f ian Community Integration

Degree of being Out-of-the Closet

v Circle of friends

v Other acquaintances or neighbors
v Family members

Community Identity and Preferences

v Most comfortable around gay people than those who are not
v More in common with gay people
v Feel part of a gay community
v Preference to live in a gay identified neighborhood

Gay Community Participation

v Frequent gay establishments
v Donate time/money to gay causes
v Read gay newspapers/periodicals
v Attend large gay social events
v Gay oriented political activism
v Supporting gay/lesbian businesses

Relative Number Gay/Lesbian Friends

v Extent of social network gay/lesbian/bisexual identified

Measures of HIV Community Integration

HIV Community Affairs Participation

v Attending treatment seminars community information meetings
v Volunteering time to HIV-related agencies/programs
v Donating money to HIV charities
v Attend large HIV social events marches/vigils/demonstrations

Community-wide Devastation and Loss

v Conversations more about people who have died
v Difficulty remembering life before AIDS

Mean

3.84
3.08

3.45

2.85

2.63

3.05

2.49

2.96

2.95
3.30

2.93

2.40

3.03

3.57

2.61

2.79

2.93
2.43

S.D.

0.47
0.97

0.89

0.80

0.79
0.74
0.85

0.97

0.96
0.86
1.05

1.17
1.01

0.88

1.08

1.08
1.11

1.24

v Worrying if friends will be around in the future
v Reading obituaries

2.34
2.59

3.02

2.70

1.07

1.23
1.07

1.27
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Table 2. cont.

Alienation and Activist Sentiments

v Only gay people care about PWAs
v Government doesn't realize financial need of PWAs

v The needs of women and people of color needs more attention
v Too many making money off AIDS
v Less $ spent on HIV research due to prejudice at gays/IDUs

Caregiver Treatment Knowledge and Responsibility

v arrangement of PWA's participation in clinical trials
v arrangement of PWA's of experimental drug treatments
v arrangement of PWA's of alternative healing methods

Measures of Caregiver Burden

Help Given with Activities of Daily Living (ADL)

v Eating
v Bathing/showering/washing hair
v Moving around/walking
v Dressing/undressing
v Brushing teeth/hair
v Getting in/out of bed
v Going to the bathroom

Help Given with Instrumental Activities of Daily Living (LADL)

v Housework/housecleaning
v Shopping for food
v Cooking/preparing food
v Laundry
v Transportation

Care Network Management

v Managing financial affairs
v Managing legal affairs
v Coordinating help given by friends or family
v Dealing with doctors, nurses, or clinic staff
v Keeping in touch with family or friends

Responsibility for Formal Services
v Getting information about services in the community
v Making arrangements for services used
v Checking up on services used/keeping in touch with providers

Mean

2.14

3.48
3.49

3.22

3.54

0.17

0.18

0.25

1.09

1.42

1.49

1.33

1.13

1.31
1.24

2.75

2.89

2.94
2.76

2.28

2.25
1.94

2.01

2.04
1.70

S.D.

0.77

0.74
0.61

0.81

0.64

0.38

0.39

0.43

0.43

0.81

0.70

0.56
0.46

0.60

0.56

1.04

1.09

1.03
1.18

1.18

1.18
1.14

1.14

1.03

0.94

2.92

2.62

2.58

1.14

1.22
1.22
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Instrumentation: Most of the scales and measures used in "the AIDS Care study"

and this dissertation research were derived from the caregiving and health

sciences literature, being well established and widely used. But, given the

exploratory nature of applying social network and caregiver burden frameworks

to the analysis of utilization of intervention strategies for persons living with

HIV disease, many of the questions pertaining to this study were newly

developed by the AIDS Care study's research team and not previously

represented in the health sciences literature. The survey questions were

constructed and refined through a series of qualitative interviews with gay

identified caregivers, conversations with medical care providers and community

leaders and through project staff meetings.

Scale Construction: The scales used in the analysis, both those newly created and

those well established in the health services literature, were either developed or

retested through a process combining both correlational and factor analysis.”

Variables theoretically and conceptually related to each other were run together

into respective correlational matrices to identify all highly intercorrelated items.

This was followed by a set of factor analyses to determine general factors and

sub-positions. The initial loading of the independent variables used the principal

factors method. A transformation of the matrix using promax rotation was

executed and initial communality estimates were set to the squared multiple

* See Appendix 3. (Measures) for a complete explanation of all constructed variables, recoded
items, and constructed and composite scales.
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correlation values. A second confirmatory factor analysis was run for each set of

independent variables. The variables in these runs were loaded with the

maximum likelihood method, using once again promax rotation and estimates set

to the squared multiple correlation values.

Correlational analyses were conducted on the variables associated with each

of these factors. Variables were deleted from each scale if they did not improve

the overall standardized Cronbach’s alpha, or if their correlational coefficients

(relative to the other items in the scale) were of less than medium strength

( >.30).

Scale scores were calculated by using the mean of the item values, or by using

the sum of the item values. As a general rule, a scale score was estimated for a

case if at least 60% of the items were answered. Otherwise, the scale was given a

value of missing. The overall Cronbach’s alphas for the domains, scales and

composite scales were calculated, ranging from a low of .42 for the domain

measuring community-wide devastation and loss, to a high of .87 for the

responsibility taken for the organization of formal services for the PWA."

Alphas are a measure of how well the individual variables within a scale hold

together as a single theme or conceptual measure (e.g. a certain social

psychological measure of depression).

Two sets of correlational analyses were run to check for agreement between

" see Appendix 4. (Scales and Alphas) for a complete listing of the alpha, range, mean and
number of items included for each domain (sub-dimension) and composite scale used in the study's
analyses.
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the three composite scales (the conceptual frameworks measuring gay and

lesbian community identity, HIV community sentiment, and caregiver burden)

and the individual domains combined within them. The initial set of analyses

loaded together all of the individual questions comprising each composite scale

into respective correlation matrices. The Cronbach's alpha of each individual

variable was examined for conceptual fit. Each composite scale was run a second

time, loading only the domains (the various scales making up each of the

composite measures) into the correlation matrix. Cronbach's alphas for the

individual domains were examined for conceptual fit, and the alpha for the

overall composite scale was compared to the previous analysis for measurement

agreement. All runs (individual items and domains) were found to be in

concordance. It was decided to represent the composite scales as a combination

of different domains for conceptual and analytic clarity.

All measures included in each composite scale were also loaded together in a

series of factor analyses checking for accordance with the respective number of

domains (individual scales) being conceptually combined together into the larger

conceptual measures. Domain and composite scale agreement was substantiated.

Study Population: The study sample of this dissertation research (n = 165)

consists of the subset of the AIDS Care study's 488 respondents who self

identified themselves as being the non-familial primary caregiver to a person

living with either clinically diagnosed AIDS or with infirmities related to
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disabling HIV disease." For the purposes of this research the label of

"caregiver" represents those people supplying some degree of actual hands-on

help and are not paid professionals or volunteers from any type of related

organization. The relationship between caregiver and care recipient must have

initially been based upon a caring friendship (typically having pre-dated the

caregiving experience). Entrance criteria concerning the degree of overall tasks

performed had intentionally been kept very broad in order to enroll as diverse a

cross-section of caregivers and care-dependent relationships as possible. By doing

so, the fact that some caregivers were receiving assistance from other persons in

the PWA's friendship/familial network, while other caregivers were doing

without any outside informal help was an acknowledged facet of the recruitment

Strategy.

"As mentioned above, the participants in this research comprise a sub-sample of a parent study
"Stress and Coping Among AIDS Caregivers" - or as known in the community, the AIDS Care study
and as such, the final number of eligible caregivers was constrained to that study's final recruitment
efforts. Power analyses employing two-tailed t-test statistics and conventional alpha levels of .05 were
made and an initial sample size for the parent study of 450 non-familial caregivers was calculated to
be statistically robust.

The sample of the AIDS Care Study consists of 488 non-familial men and women caregivers.
Consistent with the epidemiological characteristics of HIV disease in these two urban epicenters, the
majority of the study population were gay and bisexual men. Preliminary analysis indicated that roughly
75%-80% of the total sample population were expected to be gay and bisexual men. Of those,
epidemiological reports for the San Francisco and Los Angeles areas indicated that between 45%-52%
of these men were expected to be HIV-infected.

With an N=165, the sample of this dissertation research falls at the very bottom range of the projected
recruitment of HIV positive gay/bisexual caregivers. The power analyses presented in the research
proposal (see Appendix 2.) were based upon an expected N of 200. Therefore, the actual power of
hypothesized findings as reported in the study's research proposal, are weakened as a result of the
actual reduced size of the final study sample.
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Recruitment Procedures”. The sample of 488 caregivers enrolled in the AIDS

Care study was recruited from within the San Francisco and Los Angeles areas.

The initial phase of recruitment centered on the dissemination of brochures and

flyers about the AIDS Care Study at various locations where persons debilitated

by HIV disease and/or those acting as their primary caregivers were likely to

congregate. These locations included clinic sites serving persons with HIV

disease, physicians' offices, organizations serving persons with AIDS and their

caregivers, and HIV-related community health meetings. Advertisements

concerning the study were also placed in gay/lesbian newspapers, public service

announcements, community newsletters, and major news media. Information

about the study and its need for participants has also been included with other

health and services materials sent out by community-based organizations serving

persons with concerns around HIV. Project staff also made numerous

presentations to service providers, caregiver's workshops, classes, and health

conferences to further recruitment efforts.

All potential participants completed an intake phone screening with one of

the project staff, lasting approximately ten minutes. Respondents were first given

a detailed description of the study and its various goals, its affiliated sponsors,

* The following discussion of recruitment procedures pertains to the efforts undertaken to
complete the sample for the AIDS Care Study. The dissertation research, being a sub-sample of this
larger research project therefore shares the same recruitment procedures and eligibility requirements
as its parent study. Although primacy in the recruitment process was given to the gay and bisexual men
who were in caregiving relationships, any knowledge of the serostatus of the caregiver was not known
until after the interview was completed. No active recruitment or stratification around this central
variable was undertaken.
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eligibility requirements, what participation entailed, assurances of confidentiality,

and the expected benefits from participation. Individuals wanting to participate

were then questioned as to the nature of their relationship with the person for

whom they were caring, the functional status of the person receiving care, the

diagnostic history of the person living with AIDS (PWA), the types and amounts

of care the respondent was supplying, their primacy within the caring network,

the living situations of both the respondent and the PWA, the method of

referral, and the present location of the PWA.

Requirements for eligibility were kept fairly broad so as to include a variety

of caregiving situations and to account for the under-reporting of the caregivers

calling. Actual requirements for inclusion into the study consisted of:

1. The PWA had to have been living in a private home or in a

community setting at the time of the interview. (If the PWA was currently

hospitalized at the time of the in-take screening, a call-back status was assigned

with an initial interview being conducted only after the PWA returned to the

home or community setting for a period of two weeks. Community settings other

than a private residence could only be applicable if there were no formal

medical or housekeeping services available to the PWA.);

2. Establishment that the functional impairment(s) of the PWA were resultant

from HIV disease. Caregivers to persons HIV-infected, but having functional

problems stemming from other diseases/causes (e.g. alcohol/drug dependence,

emotional instability other than AIDS related dementia, homelessness, poverty)
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were excluded from participation unless a significant percent of the functional

impairment requiring assistance could be determined to be HIV-related during

the intake phone conversation;

3. Indications that the PWA required some amount of actual hands on help

with medical or other physical activities (assistance other than purely affective

support). Acceptable help included some combination of house cleaning,

shopping, providing transportation, supplying mobility support, help with the

activities of daily living (ADLs), financial assistance, acting as medical and legal

power for the PWA, and any type of hands on medical care. Persons who were

believed to be reliable and legitimate, but where the PWA was not in an

advanced enough stage of the disease to require the necessary amount of care

and assistance for inclusion into the study, were put on a two to six month call

back status and contacted after that time to review their caregiving situation;

4. Persons involved in a group caregiving situation had to establish either

their primacy in the actual hands-on care the PWA received, or that they

assumed the position of organizer/manager for the overall care situation of the

PWA;

5. Both the respondent and the PWA had to reside in either the San

Francisco Bay Area (counties other than San Francisco were those in close

proximity to the San Francisco urban area) or within Los Angeles county (in

close proximity to the Los Angeles metropolitan center).

Once eligibility had been established, an interview of approximately two hours
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in duration was conducted in private by a trained interviewer at either

respondents’ homes or at the study offices at UCSF or UCLA. All persons

interviewed received $25.00 in cash for their participation. Completed interviews,

signed letters of consent to participate, receipts for payment of $25.00, and

information on two contact persons in the event that the respondent could not be

located for follow-up interviews were returned to the study office in San

Francisco for filing and editing. Call-backs were made to respondents to retrieve

any missing data and to periodically check on the overall performance of the

interviewing staff.

There may have been unmeasured qualitative differences among those who

volunteered for this research study, as opposed to persons who did not. The

monetary incentive employed in the sample recruitment efforts may have

attracted people whose participation was specifically related to the financial

reward. Also, the study's advertisement and publicity approach may have served

to over-represent persons attached to the gay/HIV communities.

Measurement Issues: Initial recruitment plans for this dissertation research

expected to result in a sample of approximately 200 HIV-infected gay/bisexual

caregivers. This figure was based upon the recruitment expectations for an

overall sample size of 450 men and women participants in the AIDS Care Study.

Both the parent study's expected sample of 450 and this dissertation research's
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expected subset of 200 were based on a number of assumptions around relative

effect size which were later found to be somewhat optimistic.

Even with this expected sample size of 200, results of power analyses

conducted on the first 47 HIV-infected gay/bisexual caregivers enrolled in the

AIDS Care study indicated a varying range of power for the four utilization

outcome measures given the restrictions of an expected sample size of 200 (see

appendix 2.). Power to detect significant differences in the rates of health

services utilization across groups dichotomized around the study's main

hypothesized variables of gay and HIV community integration, ranged from .09

for social support group, to greater than .995 for routine blood monitoring.

One of the factors having helped produce these relatively low rates of power

was the skewness of the sample on the measures of gay community integration.

Another determinant was the homogeneity of the data itself. Contrary to the

expected variance around the utilization measures respondents were questioned

about, most of the men participating in the study are taking advantage of the

available health services for persons living with HIV disease. Therefore, for

study's main outcome measures, there is a prominent skewness in the dependent

variables towards use.

The bias toward utilization could be an artifact of the sample design.

Caregivers, by nature of fulfilling their caregiving role, may become integrated

into the medical care and social support system for persons with HIV-related

health concerns. Whether the knowledge gained through this integration and
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lines of access being already in place makes these men more likely to avail

themselves of health and social support services than non-caregivers is outside

the scope of this study since the sample did not include non-caregiving men.

Within this constraint, the effect of HIV status upon the health services

utilization of the study participants was tested by the comparison of utilization

rates across stratified groups of persons living with the disease (e.g. continuous

measure of CD4+ T-helper cell counts, HIV treatment categories).

Demographics, Health Status, Community & Role Oriented Characteristics:

As Table 3. indicates, roughly two-thirds of the respondents lived in the San

Francisco region, while one-third came from greater Los Angeles.” This table

also points out that roughly two-thirds of the men reported taking care of their

primary partner/lover, while almost one-third described the relationship as being

between friends. The remainder of the sample indicated the relationship to be

roommate."

* The disparity of sample size between the two sights of participant recruitment is due to the
early problems encountered in gaining research subjects at a quick enough pace in the San Francisco
Bay area. The investigators of the AIDS Care study made the decision to extend the analysis to include
the Los Angeles region, one in which it was felt most closely matched the social, political and
epidemiological environment of its northern neighbor. Sampling efforts therefore had a head-start in
San Francisco. Both sites maintained their recruitment drives open until the final sample was achieved.
No specific attempts were made to balance the sample sizes from the two locations.

“It must be noted that extensive probing around this question was not done by the interviewing
staff. These relationship categories can often be overlapping. Both the labels of friend and roommate
are often used by gay/bisexual men to describe their primary lover relationship when first being
introduced to strangers. This does not however, cause an analytic problem as the data was not stratified
by this particular variable.
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The age of the sample of HIV-infected caregivers closely matches the

epidemiological patterns for HIV disease in general, with the majority of cases

within the 30-49 year old age bracket (see Table 4.). The listing of the ethnic

breakdown of the sample shows the results of our efforts in which we attempted

to recruit as epidemiologically representative a sample of persons of color as

possible through our convenience sampling methods.

The portion of the overall sample recruited from the San Francisco Bay area

closely matches the ethnic breakdown of gay and bisexual men currently living

with CDC defined diagnosed cases of AIDS in the city of San Francisco (San

Francisco Department of Public Health, 1993c). The data presented for the Los

Angeles sample illustrates our successful efforts in recruiting gay/bisexual latino

men, but also shows that non-caucasian gay/bisexual caregivers proved to be

much more difficult to enroll.

Only half of the sample was employed at the time of the interview (see table

4.), with the majority of these men working at a full-time job. For the

respondents not working, the majority (71.95%) were currently unemployed as a

result of their own HIV-related disability (see table 6. for an indication of the

functional status of the study participants). Another ten percent of the non

employed were out of work because of the temporal demands of caring for their

friends and lovers.

The breakdown of the sample by education shows a fairly diverse cross

section of persons on this measure. Nearly one-fourth of the respondents had
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Table 3. Study Participants by Recruitment Site and Relationship Status

Self-selected sample of HIV-infected gay/bisexual men from
the San Francisco and Los Angeles areas, identifying themselves
as the primary caregiver for a friend/partner/lover with AIDS
or symptomatic HIV disease (n=165)

v Recruitment Site

% (n)

San Francisco 63.03% (n=104)

Los Angeles 36.97% (n=61)

v Relationship Status between Caregiver and Care Recipient

% (n)

Roommate 5.5% (n=9)

Friend 31.5% (n=52)

Partner/Lover 63.0% (n=104)
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only achieved a high school diploma or less. The majority of men had either

vocational training, some college education, or a college degree (58.7%). On the

other hand, noting that such a large proportion of these men were unemployed, a

breakdown by income reveals that almost 42% of the sample earned under

$12,000 during the year prior to the date of the interview.

Table 5. gives some insight into the caregiving histories of the respondents.

Roughly 40% of the sample have been caring for their friend or partner for less

than one year. Roughly one-third (34.5%) have been the primary care provider

in this ongoing relationship for two or more years.

Roughly twenty-five percent of the sample was concurrently caring for one or

more other persons, the majority being other PWAs. Over fifty percent of the

men interviewed have been the primary care provider for one or more other

persons who had lived with the disease. These tables help us to see that the

majority of men in the sample do have a prior history with HIV and care

provision, and for many, quite dramatically so given the numbers of persons also

cared for. We can see that most of these men could be described as having been

enmeshed in a culture of HIV-related caregiving.

Table 6. indicates that approximately half the sample of infected men are

either asymptomatic or have only shown signs indicative of generalized acute

infection but with no major immunological or opportunistic health problems. The

remaining half of the sample represents the men who have experienced
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Table 4. Demographic Characteristics of Study Participants (n = 165)

Age (n=165) % (n)

20 - 29 13.3 (n=22)
30 - 39 50.3 (n=83)
40 - 49 31.6 (n=52)
50 - 59 4.2 (n=7)
> 60 0.6 (n=1)

Ethnicity SF (n = 104) LA (n=61)

% (n) % (n)

Non-Hispanic Caucasian
African American
Latino

66.35 (n=69) 72.13 (n=44)
12.50 (n=13) 3.28 (n=2)
10.58 (n=11) 22.95 (n=14)

Asian/Pacific Islander 1.92 (n=2)
-

(n=0)
Native American 1.92 (n=2)

-
(n=0)

Other 6.73 (n=7) 1.64 (n=1)

Employment

Employed (n=83) Not Employed (n=82)

9%

< 20 hrs/wk 16.9
21 - 40 hrs/wk 69.8
> 40 hrs/wk 13.3

(n)

(n=14)
(n=58)
(n=11)

Reasons why not employed

%

Disability 71.95
Caregiving 9.76
Can't find work/

laid off 7.32
Retired 2.44
Outside Income 2.44

Other 6.10

(n)

(n=59)
(n=8)

(n=6)
(n=2)
(n=2)
(n=5)
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Table 4. cont.

Cumulative

Education % (n) % (n)

Eighth grade or less 0.6 (n=1)
-- -

Some high School 7.3 (n=12) 7.9 (n=13)
High school graduate 15.2 (n=25) 23.1 (n=38)
Vocational training 4.8 (n=8) 27.9 (n=46)
Some college 32.1 (n=53) 60.0 (n=99)
College graduate 21.8 (n=36) 81.8 (n=135)
Some post-baccalaureate 5.5 (n=9) 87.3 (n=144)
Graduate/professional degree 12.7 (n=21) 100.0 (n=165)

Cumulative

Income (in U.S. dollars) % (n) % (n)

< 12,000 41.8 (n=69)
-- --

12,000 - 19,999 14.0 (n=23) 55.8 (n=92)
20,000 - 29,999 21.2 (n=35) 77.0 (n=127)
30,000 - 39,999 13.4 (n=22) 90.4 (n=149)
40,000 - 49,000 5.4 (n=9) 95.8 (n=158)
>50,000 4.2 (n=7) 100.0 (n=165)

symptomatic conditions either presently, and/or in the past, and is divided into

groups of non-AIDS defined symptomatic and symptomatic AIDS indicator

conditions (see appendix 1. for a full description of diagnostic categorization). It

should be noted that these frequencies represent only the respondent's diagnostic

category which is not an accurate measure of current functional status.
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Table 5. Caregiving History of Respondents

Length Helping Friend/Partner-Lover Cumulative

% (n) % (n)

< 1 yr 39.4 (n=65)
-- -

> 1 yr < 2 yrs 26.1 (n=43) 65.5 (n=108)
> 2 yrs < 3 yrs 17.5 (n=29) 83.0 (n=137)
> 3 yrs 17.0 (n=28) 100.0 (n=165)

Multiplicity of Current Caregiving
% (n)

Providing care only to friend/partner-lover (PWA) 75.9 (n=126)
Providing care to one or more other PWAs 19.4 (n=32)
Providing non-HIV care to one or more persons 2.4 (n=4)
Providing both HIV and non-HIV-related

care to persons other than friend/partner-lover 1.8 (n=3)

Caregiving History

Number of persons with HIV/AIDS for whom the respondents have
been caregivers (including the PWA and current others).

Cumulative

% (n) % (n)

1 45.5 (n=75)
-- --

2 13.9 (n=23) 59.4 (n=98)
3 11.5 (n=19) 70.9 (n=117)
4 10.9 (n=18) 81.8 (n=135)
5 3.0 (n=5) 84.8 (n=140)
6 2.4 (n=4) 87.2 (n=144)
7 4.8 (n=8) 92.0 (n=152)
9 2.4 (n=4) 94.4 (n=156)

> 10 5.4 (n=9) 100.0 (n=165)
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Table 6. Health and Functional Status of Caregivers (n=165)

Clinical Categories

CD4° Cell Asymptomatic/ Symptomatic AIDS
Categories generalized non-AIDS Indicator

acute infection Defining Condition

> 500/mm” 25.5 (n=42) 11.5 (n=19) 2.4 (n=4)

200-499/mm” 21.2 (n=35) 10.3 (n=17) 7.9 (n=13)

<200/mm.” 3.0 (n=5) 7.3 (n=12) 10.9 (n=18)

% of Total 49.7 (n=82) 29.1 (n=48) 21.2 (n=35)

Help Needed by Caregivers for Their Own HIV-Related Disability

% of 165

v 26.1% (n=43)
v 7.9% (n=13)
v 73% (n=12)

Need help with at least one everyday task or daily activity.
Need help with two of the following.
Need help with 3 or more of the following.

ose Needing Help, 9% Reauiring Assistance with %

Emotional Cognitive Support
Cooking
Housework

Transportation
Laundry
Financial Support
Shopping for Food
Medical Procedures

Running Errands
Setting-up Services
Walking
Toileting
Pet Care

Getting in/out of Bed

55.8

30.2

23.3

16.3

14.0
11.6

11.6

9.3
9.3

7.0

2.3

2.3

2.3

2.3
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The second half of table 6. gives the frequency distribution of respondents

needing help with one or more of their daily activities. On the whole, the

caregivers sampled are not as yet very functionally debilitated by their HIV

infection. Sixty-eight (41.3%) report needing some help, with only forty-three

(26.1%) needing assistance with one particular activity. The most frequently

mentioned task or activity with which the caregivers needed help was emotional

and cognitive support. The other most frequently mentioned tasks primarily

involved household chores. Few members of the study indicated needing help

with medical or personal care needs.

Table 7. is included to add support to the research hypotheses concerning the

dissemination of HIV-related health information within a social network context.

Of all possible sources of gaining information about care and treatment issues,

four of the five sources considered as most useful by the study participants were

directly affiliated with the gay/HIV subculture. An argument can be made that

in the two metropolitan centers from which the sample was recruited, medical

staff are largely a part of these communities as well (see chapter 2.).

Analytic Plan: This section outlines the multi-step process utilized in the testing

and interpretation of the data, and in performing the multi-variate statistical

analyses associated with the study's proposed research hypotheses. The approach

taken integrates univariate and bi-variate descriptive statistics, qualitative analysis

and higher order multivariate analytic techniques.
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Table 7. Information Sources about HIV Disease

Respondents were asked to mention the three most useful sources for their
information about the care and treatment of persons (including themselves)
with HIV disease. The five most commonly cited were:

% Respondents citing (n=165)

v Books, pamphlets and manuals 31.3
specifically about HIV

v Doctors, nurses, social workers 27.1
v Other persons with AIDS 21.7
v Gay oriented newspapers/magazines 15.7
v Community-based information

meetings/exchanges 13.3

(n=52)

(n=45)
(n=36)
(n=26)

(n=22)

Descriptive Statistics: Bi-variate tests of significance were run on all of the major

independent and control variables included in the analyses in order to gain

insight into the various simple order relationships between the measures of the

study. The Mann-Whitney-U test statistic was executed demonstrating a

significant difference between the stratified groupings of respondents on each of

the (dichotomized) independent measures (e.g. high/low network integration) as

far as respondents use or non-use of the four outcome measures of utilization of

intervention strategies. Where the independent measures were continuous in
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nature, the Student’s-T test statistic was used.

The main independent measures of the analysis were dichotomized and

trichotomized into categorical level variables, and cross-tabulated with the four

outcome measures of health services utilization. This was done to check if any

detected effects were skewed towards either high or low cells. Chi square tests

were run against these findings to test for the presence of any ceiling effects

within the study data.

A correlational matrix of all variables used in the analysis was generated and

examined for robustness (Pearson's Product Moment correlation coefficients,

>.30, level of significance P level <.05), and for any apparent signs of

multicollinearity. Where the latter was found among independent variables, the

variable best fitting the conceptual model was chosen, with the other being

eliminated from the analysis. When examining the intercorrelations between the

four outcome measures, it was seen that utilization of ongoing care, and utilizing

regularized hematologic monitoring were highly correlated (.90) with one

another. This did not pose an analytic problem since the dependent measures

were never added into the analytic model simultaneously. A potential

explanation of the significant relationship between these two measures is that

testing may necessitate medical authorization, and once persons are integrated

into the medical system for people living with HIV, blood testing is perhaps

routine.

Any variables (other than the four outcome measures) found to be highly
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intercorrelated with one another were further examined in a co-variance matrix.

Any main effects or control variables found significant in the co-variance

matrices (Kruskal-Wallis test of Chi Square Approximation) were later examined

in the form of interaction terms entered into the logistic regression equations.

Qualitative Analysis: Noting that the analytic plan employed in this project

maintained a prominent emphasis on quantitative analytic techniques, some

effort was directed towards the qualitative understanding of open-ended material.

This dual methodological approach serves to compliment the quantitative

findings by helping to broaden and expand upon the statistical conclusions with

themes and conceptualizations embedded within the qualitative data itself. It also

serves to "individualize" and enrich the quantitative analysis by supplying case

examples and interpretive variation in the respondents own voices, subtleties

which do not readily emerge from a distinctly quantitative approach.

The qualitative methodology consisted of the content analysis of the variables

which emerged from the available qualitative data (Clark, 1967). This

methodological approach allowed for a focus on the descriptive elements of the

data. The open-ended responses of those respondents not utilizing the currently

prescribed interventions for persons HIV-infected were organized according to

the patterns and themes having emerged from the repeated examination of the

qualitative materials. Core categories (or groupings of qualitative variables) and

the interrelationships between them were further developed. These were then
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conceptually linked to the study's quantitative results. Respondent's statements

as written by the study's interviewing staff were transcribed verbatim.”

Hypotheses Testing/ Logistic Regression Analysis: Given the qualitative

differences between the four health services recommended as an early

intervention strategy for people with HIV it was decided not to combine these

four measures into one, either continuous or dichotomous dependent variable.

Therefore, a separate set of multivariate logistic regressions were run on each of

the four dichotomous dependent variables.

Initially, all variables from within the theoretical design of the study which

potentially could be included in the regression models were re-examined on the

univariate and bivariate levels. Scatterplot diagrams of all continuous variables

were examined for linearity of the logits. Pearson's product moment correlation

coefficients and the Kruskal-Wallis test of Chi square approximations were

analyzed to determine which of the potential demographic and control variables

were significantly correlated with each of the four dependent variables, and thus

included in the respective regression equations. Also, the potential interactions

between the various intercorrelated measures of the study were examined for

statistical significance with each of the four outcome measures.” Those

* See appendix 6. for selected verbatim quotes used to give further insight into the analysis, and
to help confirm the quantitative findings of the bivariate and multivariate statistical analyses.

“See Table 1. Measures and Scales, for a listing of the interaction terms examined for
significance on the bivariate level.
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demographic variables and interaction terms with liberal p-values of s.25 were

included in the respective logistic regression models. This criterion was set so

high as a safeguard against the danger of omitting variables that had a weak

relationship with the outcome measure on a bivariate level of analysis, but may

have proven to be important within the multivariate regression model.

The demographic control variables incorporated in the initial univariate and

bivariate analyses of the study data included:

v ethnicity of the respondent (coded as caucasian/non-caucasian, see Appendix 3. Measures)
v respondent's age
v respondent's appraisal of the health status of the PWA being cared for (a five level

categorical variable ranging from very poor to excellent)
v length of time caring for the PWA (see Appendix 3. Measures)
v respondent's level of education (see Appendix 3. Measures)
v whether respondent recruited from the San Francisco or Los Angeles areas

As mentioned earlier, it was found that two of the outcome measures,

utilization of ongoing care and utilization of immunological blood monitoring

were highly correlated with one another, having a Pearson Product Moment

Correlation score of 90 (P< 001). Therefore, for this study population these

two dependent variables can not be viewed as discrete. As a result, in analytic

circumstances where the two variables would be included in the same regression

equations, only one of the two was entered into the analysis, thus representing

both as a common concept.

Two other sets of variables were found to be highly correlated with each

other on the bivariate level; the first set included the two structural variables of

acknowledgment of ability to afford needed health and medical care and current
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health insurance coverage. These two measures had a Pearson Product Moment

Correlation score of 0.43 (P & .001) indicating a strong positive relationship

between having insurance and the belief of affordability of necessary care. It was

decided that even with this strong coefficient, the two variables were measuring

two distinct concepts and thus would both be included in the regression

equations. The second set of highly correlated variables included the continuous

main effects measures of CDC defined CD4+ cell count and the dependent

variable of use of treatments and/or drugs for HIV. This outcome was

anticipated, as current treatment protocols recommend that initiation of

therapeutic intervention not begin until CD4+ cell levels drops below 500/mm’.

It was thus expected that when examining the logistic regression model predicting

the odds around use of treatments and prophylactic drugs, the variable of CD4°

cell count would be a predominant if not primary factor.

Once the viability of the study's variables had been determined, a hierarchical

logistic regression equation for each of the four outcome variables was

constructed. Each equation consisted of groupings or blocks of one or more

theoretically related variables. These were entered into the Logist program of

the SAS statistical package hierarchically as distinct sets. The full logistic

regression equation for each of the four outcome measures was in turn run twice,

using the structural effect variable of HIV treatment category (an indicator of

illness progression) in the first analysis, and substituting the continuous variable

of CD4+ T-helper cell count in the second analysis. This variable substitution was
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enacted in order to determine to what extent the effects of symptomological

development and defined diagnostic treatment categories had on utilization of

health services, and if/how this effect differs from that attributed to the actual

immunological cell count, regardless of symptoms experienced. These two

measures of HIV-related health status facilitate this inquiry by dividing the

sample in terms of HIV-related health status in two respective ways: the first

variable categorizes the sample according to illness and diagnostic history, while

the second focuses upon the continuous measure of CD4+ cell count.”

The initial set of independent variables entered into the hierarchical logistic

regression analysis were the demographic control variables found to be

moderately correlated with a liberal P value (p s.10) with each respective health

service utilization measure. As tables 8-15 in the following chapter indicate, for

each of the respective outcome measures these included:

v utilization of support group services: the length of time respondents had been caring for
their friends/partners

v utilization of treatments and drugs: respondents' age and their level of education

v for both of the dependent variables of utilization of routine HIV-related medical care and
routine diagnostic blood monitoring, no significant correlations were found with any of the
study's demographic variables.

” The logistic regression runs using the variable of T-cell category reduced the overall number
of cases entered in the analysis to 150. This is due to missing data on self-reported CD4+ cell
counts by fifteen of the respondents. The variable of diagnostic category was constructed from
CD4° cell counts and symptomological development. In this case, the CD4+ cell counts for the
fifteen missing cases was approximated from the respondents self-reported medical histories. While
there are increasingly cases of persons with relatively low CD4” remaining asymptomatic, the
significant majority of cases follow a pattern of increasing symptomological development with
declining CD4+ cell counts (Chang, 1993).
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The study's structural effects measures of current health status, resources and

caregiving constraints were next entered into each of the logistic regression

analyses as a set. Theoretically, these variables were expected to significantly

strengthen the overall odds of predicting the utilization of the health services

under examination (if not being the predominant factors in the odds prediction

of the outcome measures). It is the intent of this research to determine the

extent to which the caregivers’ network affiliation, participation and integration

into the different communities (accounting for the structural divisions in access

to health services and caregiving situation), helps to explain caregivers' use of

the four health service interventions. Adding these variables into the regression

models as a set or block allowed for their overall effects to be statistically

calculated, and then controlled for when the main effects variables were later

entered into the regression model. For each of the four outcome measures, these

structural (or mediator) variables include:

v a composite scale measuring caregiver burden or the degree of actual hands-on and
managerial help given, together with a measure of the overall responsibility held by the
respondent for both the care of the PWA and the organization of ancillary health and social
support services

v the health insurance status of the respondent (yes/no)

v the respondent's self report of ability to afford needed health care

v the respondent's income level

v either measure of the respondent's current HIV treatment category or CD4+ cell count

The main effects measures of the analysis, measuring the concepts of

1. network integration into the gay/lesbian community and, 2. integration into
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an emerging community of persons involved in various aspects of the HIV

epidemic, were next entered as a set into each of the logistic regression

equations. These measures included:

v a composite scale of social network integration into the caregiver's local gay and lesbian
community (gay community integration)

v a scale measuring caregiver's participation in different community activities involving HIV
disease (HIV community participation)

v a composite scale quantifying caregiver's experiences and sentiments concerning HIV-related
loss, skepticism and alienation on a community-wide level (HIV community sentiment)

v a measure of the caregiver's responsibility in accessing treatments (including experimental
and alternative) for the PWA for whom they are caring (HIV treatment management)

As a last step in running the four sets of logistic regression analyses, each of

the hypothesized interaction terms were added one by one into the respective

regression models. For inclusion of the interaction terms into each of the final

logistic regression models, the model with the term included was compared to

that without. The significance of the G-statistic was examined and the

interactions generating a moderate significance level of P = .15 were retained.

As a final procedure in this multivariate analysis, the linearity of relationships

among the continuous variables (the linearity of the logits), and the homogeneity

of variance were evaluated through the direct examination of plotted residuals.
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CHAPTER 5.

COMMUNITY INTEGRATION AND THE UTILIZATION OF
INTERVENTION STRATEGIES.

This chapter presents the findings and discussion of the hierarchical logistic

regression analyses run on each of the four HIV-related health service

interventions; these interventions being the dichotomous measures of utilization
|

of support group services for persons living with HIV disease, utilization of HIV

related treatments and drugs, ongoing utilization of routine HIV-related medical

care and having regular diagnostic immunological tests performed.

To situate the following analytic discussion, the chapter begins with a brief

review of logistic regression analysis in general. The specific statistics presented

in the findings and discussion sections are examined as well.

The tables presenting the statistical results and major analytic findings of the

regression analyses are presented in four sets of two. The utilization outcomes

for the four health interventions were not combined into one additive or

continuous measure due to the increase in analytic clarity when examined

individually. A unique hierarchical logistic regression model for each of the

dichotomous intervention measures was therefore computed and analyzed

separately. Further, each logistic regression model was run twice, exchanging the

variable CD4+ T-helper cell count (an alternate measure of HIV-related health

status), for the measure of HIV treatment category in the second of the two

134



regression equations.” Where appropriate, stratified cross-tabulation tables of

the two variables making up an interaction terms (those found to be statistically

significant (P = .15) within the logistic regression model), follow directly after

the table presenting the statistical findings for the related regression analysis.”

Logistic Regression Analysis: Logistic regression facilitates the estimation of the

"maximum likelihood" of the occurrence of a dichotomous dependent measure

by calculating the magnitude of the effects which a given set of independent

variables have upon the overall probability (or odds) that an event/outcome will

occur (Colombe, Juster, Salvatierra, & Garovoy; 1988). The relative magnitude

of the effects (the odds ratio) attributed to the specific set of individual factors

or independent variables included in the regression model, is computed by taking

the exponent of the parameter estimate (the logarithm of the ratio between the

* Refer to Chapter 3., for a discussion concerning the reasoning behind the substitution of
these two variables, each measuring HIV-related health status. Note, that for analyses including the
variable CD4+ T-helper cell count, the overall sample size is reduced to N=150. This is due to
missing data for fifteen respondents on this particular variable. All tests of significance were run
independently for each set of logistic regressions.

” The significance level for the retention of interaction terms in the final hierarchical
regression model (P = .15) was based upon the Wald Chi Square test of goodness of fit.

For the purposes of this research, the goal of analyzing statistically significant interaction terms
within the regression model, is primarily to account for their effect upon the model's main
predictor variables. In other words, significant interactions are reviewed to detect any suppression,
enhancement or confounding effects upon the structural and main effects variables of the
regression model to have resulted from the interaction between the two specific variables.

Secondly, an attempt was made to both detect any apparent trends between the two variables
involved in the interaction term, and to interpret how the interaction effects the overall predictive
quality of the model. It is not the intent of this research endeavor to analytically ferret out and gain
an understanding into the actual social and structural complexities taking place between the
variables involved in the interaction terms.
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probability of occurrence for the dichotomous outcome measure: Exp” “*”).

The logistic regression model specifies that the ratio of events (the parameter

estimate) is in a linear relationship with each explanatory factor (or independent

variable); this meaning that while holding the other variables entered into the

logistic regression model constant, a one unit change in a particular independent

variable produces a unit change of the same magnitude in the likelihood (or

prediction) of the dependent event's occurrence (the log odds). By taking the

exponent of the parameter estimate, the measured unit of change for the various

independent variables becomes scale free and readily interpretable (the odds

ratio). Thus, the estimated effect attributed to each of the variables entered into

the regression model is represented with relative independence while all the

other hypothesized factors potentially affecting the probability of the outcome

event are held constant.

Description of Statistics Presented:

Parameter Estimate (8): This statistic is an estimate of the "log odds" of
the outcome attributed to each particular variable, adjusted for all other
variables previously entered into the model. It quantifies the conditional
probability that the dichotomous outcome measure equals "yes" (or "1"),
given the degree to which the specific independent variable was observed.
The parameter estimate indicates the direction of the relationship between
the independent measure and the outcome, either positively or negatively.

Odds Ratio : The odds ratio, the exponent of the parameter estimate,
measures the likelihood that the dependent or outcome measure will be
"1" as opposed to "0", given a one unit change in the particular
independent variable. The odds ratio equals the factor by which the odds of
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getting the outcome measure (e.g. utilization) change when that
independent variable increases by a unit of one. The value of this statistic
indicates how many times higher or lessor the odds are for an outcome due
to the presence of a specified independent variable, when the other
measures previously entered into the regression model are controlled for.
Varying around the unit 1.0 (where 1.0 = no effect), an odds ratio greater
than a value of one indicates the increase in odds (or how many times
more likely it is of getting the outcome with each one unit increase of the
particular independent variable). When less than a value of one, this
statistic indicates the degree of less-likelihood of getting the desired
outcome (or the decrease in odds attributed to the presence of the
particular independent variable). (For example, an odds ratio of 2.0
indicates that the odds for the outcome are two times as high with the
inclusion of this variable into the model, an odds ratio of 0.50 indicates that
the odds for the outcome are half as likely among persons with the
characteristics of this variable than for those without).

R*... This statistic represents the predictive odds associated with the
inclusion into the regression equation of either an individual variable, or of
a set of independent variables entered into the hierarchical logistic
regression model as a block (demographic, structural effects, or main
effects variables, and interaction terms). As such, it represents the relative
increase in ability to correctly predict the likelihood (or odds) of a "yes"
(or "1") answer given the dichotomized measure's potential outcomes of
either yes/no (or 1/0). For the purposes of this research, R*L equals the
relative increase in predicting correctly the "utilization" of health services
interventions.

Rºl for the single variable is presented only for the hypothesized
main effects measures found to be significant at the P = .15 level. The
figure gives the percent increase of relative predictive power attributed to
the particular main effects variable (controlling for the other measures
preceding it in the hierarchical logistic regression equation).

Rºl presented at the end of the set or block of variables entered
hierarchically into the regression model, assesses the percent of increase in
odds prediction of the outcome measure. It is a measure of the relative
predictive efficacy attributed to the inclusion of each block of independent
variables, again controlling for the other variables previously entered into
the logistic regression model.
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Gamma”: Similarly to the Pearson Product Moment correlation
coefficient, gamma is a measure of the overall strength of association
between the observed and predicted statistics. The magnitude of this
statistic indicates the relative improvement/worsening of the model with
the entry of each respective block (set of variables) into the hierarchical
logistic regression equation. As a gauge of model tone, it illustrates the
statistical fit each set of variables has with the rest of the model. As such,
gamma is an approximation of the change in predictive error due to the
addition of each block of variables into the model.

Findings: Utilization of Social Support Group (N=165)

The results of the hierarchical logistic regression analysis on the utilization of

social support group services for the HIV-infected caregivers (N=165) indicates

that the three variables representing the overall length of time the caregiver had

been helping their friend/lover, HIV treatment category and integration into the

gay and lesbian community were found to be significant (P< .15) in the final

regression model (see Table 8.). These measures, together with the significant

interaction between the variables of HIV treatment category and HIV

community participation only accounted for a small percentage in the

approximation of predicted odds for the utilization outcome measure. Further,

* The gamma statistic is presented in the regression tables as the heading for all measures of
strength of association used in these analyses, both for individual independent variables (significant
main effects) and for variable sets. Gamma was used to assess the relative strength of the odds
likelihood prediction model with the addition of an ordered independent variable. The roughly
equivalent Yule's Q statistic, was calculated for the addition of a dichotomous variable. Pearson's
Product Moment correlation coefficient was calculated for the addition of a continuous variable into

the regression model assessing the odds likelihood of a dichotomous outcome measure.

Apart from the significant main effects variables, gamma (Yule's Q) is presented for the entirety
of each block or set of variables in the model. The correlation coefficients between all variables in the

model were examined for intercorrelational strength and found to be fairly robust. Therefore, the
statistic for each variable in the model did not have to be examined independently, but could be
included in the representative statistic for each variable set.
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results of the final regression equation indicate a very weak overall predictive

efficacy of the model given this particular set of independent variables.

The length of caring measure was the only hypothesized demographic variable

to be significantly related to the outcome measure on a bivariate level (P’s ..10),

and was consequently the only one entered into the regression equation. The

parameter estimate of -1.251 in the final regression model indicates a negative

relationship between the length of caring and utilization. The associated odds

ratio of 0.29 (P = .01) indicates a 70% less-likelihood of utilization for those

who have been caregiving for one year or more, as opposed to those caregiving

for less than one year. The Rºl of 0.039 indicates that this variable accounted for

approximately 4.0% of the prediction odds when entered into the model as the

initial set of variables. A gamma of 0.457 (Ps .01) indicates relatively weak

predictability of the model with the inclusion of only this initial control variable.

Of the set of structural effects variables, only the dummy coded variable of

HIV treatment category proved to be significant in the final regression model.

The parameter estimates and odds ratios for the categories of this variable

demonstrate a significant negative relationship between worsening HIV-related

health status and use of support group services. A fairly small Rºl (0.029)

together with a decrease in gamma to 0.339 (P. s.05), shows an elevation in

predictive error and a worsening tone of the overall fit of the regression model

resulting from the entry of set of structural effects variables into the logistic
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Table 8. Results of Logistic Regression Analysis on the Utilization of Support
Group Services for Persons Living with HIV Disease **

parameter odds R’. R’. gamma
estimate ratio (% t per (% per (per set)

(6) variable) set)

SET 1: demographic control variables

length of caring for PWA -1.251 0.29**

increment of set 1 0.039 0.457**

SET 2: structural effects variables

caregiving burden -0.497 0.61

insured (y/n) 0.191 1.21

ability to afford care 0.491 1.63

income 0.00 1.00

asymptomatic Tcell >500 0.00 1.00

asymptomatic Tcell <500 –3.163 0.04+

symptomatic -5.731 0.003**

increment of set 2 0.029 0.339*

SET 3: theoretical main effects variables

gay community integration 0.948 2.58+ 0.023

|
HIV community participation -0.6.30 0.53

HIV community sentiment -0.536 0.59

HIV treatment management 0.431 1.54

increment of set 3 0.044 0.427+

SET 4: interaction terms
|

interaction of HIV 0.958 2.61

participation/treatment cat.
asymptomatic Tcell <500

interaction of HIV 1.811 6.11”

participation/treatment cat.
symptomatic

increment of set 4 0.049 0.523+
E

** P × .01 * P × .05 + P → .15

* The parameter estimates (6) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 3, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

* This table presents the results of using the dummy coded variable of treatment category as the measure of HIV
progression used in the logistic regression analysis. Total sample size for this regression is N=165.
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equation. Together, these figures point out the presence of confounding effects

from the significant interaction term between HIV community affairs

participation and HIV treatment category. The figures for Rºl and gamma are

therefore not readily interpretable apart from an analysis of the interaction term

itself (see Table 9.).

Of the main effects variables next entered as a set into the regression

Table 9. Cross-tabulation of the Interaction Term - HIV Community Participation"
/Treatment Category entered as the final set into the Hierarchical
Logistic Regression Model with Utilization of Support Group Services
being the Dependent Variable.”

Support Group
Services

| N = 165 Treatment Category 1 Treatment Category 2 Treatment Category 3
Asymptomatic: T-cell > 500 Asymptomatic: T-cell < 500 Symptomatic

| HIV Community % using Support Group % using Support Group % using Support Group
Participation: Services: Services: Services:

Low 31.8 11.1 7.9

n = 22 n = 18 n = 38

HIV Community % using Support Group % using Support Group % using Support Group
Participation: Services: Services: Services:

30.0 31.8 28.9

High

"The variable of HIV community participation has been dichotomized around the scale mean value: 2.691

"These values are based on the logistic regression model containing the variable of treatment category (N = 165).
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analysis, only the variable of gay and lesbian community integration was

significant (P = .15) in the final regression model. A positive parameter estimate

and odds ratio of 2.58 (P. s.15) indicate that (controlling for the other variables

in the regression model), the odds of the caregivers being involved in group

services increases by more than two and a half times for each unit increase in

integration. The Rºl of 0.023 for this variable indicates that its predictive power

is relatively small, accounting for only 2.3% increase of the overall predictive

strength of the regression model. The Rºl of 0.044 and gamma of 0.427 (P. s.15)

for the entire set of main effects variables indicates a significant improvement in

the predictive efficacy of the regression model (while remaining comparably

weak), and accounting for a relative increase of 4.4% of the predicted odds

likelihood. An examination of the parameter estimates and odds ratios for the

main effects measures, before and after the inclusion of the interaction into the

model, suggests that the addition of this term does not greatly effect the

significance levels nor relative magnitude of the main effects measures. The

predictive qualities of gay community integration can therefore be discussed with

some assurance of not being confounded by the interaction term.

Table 9. gives the results of the cross-tabulation of the two variables

comprising the significant interaction term within the regression model. The

table shows a pattern of decreasing rates of utilization of support group services

across treatment categories for those respondents measuring low in HIV

community participation. Conversely, no rate differences among respondents high
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in participation was seen. An examination of the parameter estimates and odds

ratios for both of these variables before and after the inclusion of the interaction

term in the model shows that it had a suppression effect upon both levels of the

dummy coded variable of treatment category. For the asymptomatic < 500/mm’

CD4+ T-helper cell, the odds ratio changed from 0.50 (NS) before the inclusion

of the interaction term, to 0.04 (P. s.15) afterwards. Likewise for the group

symptomatic, the odds ratio changed from 0.46 (NS) to 0.003 (P = .01)

afterwards. The comparative analysis of the other variable of the interaction

term, results in HIV community participation remaining non-significant

regardless of the addition of the interaction term into the logistic regression

model. The parameter estimate and odds ratio for the interaction term are not

readily interpretable, but the Rºl of 0.049 and gamma of 0.523 (P = .15) do

signify a significant increase in the degree of odds prediction (nearly 5.0%) with

the addition of the interaction. An improvement of the overall fit (albeit a very

weak one) of the final regression model was also noted.

Findings: Utilization of Social Support Group (N=150)

An examination of the logistic regression analysis on the outcome of

utilization of social support group rerun with the variable CD4+ T-helper cell as

an alternative measure of health status (N=150), evidences nearly the same

patterns of relationships among the variables and variable sets entered into the

regression model (see Table 10. and Table 11.). Again we see the demographic
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Table 10. Results of Logistic Regression Analysis on the Utilization of Support
Group Services for Persons Living with HIV Disease * *

parameter odds R*. R’. gamma
estimate ratio (% per (% per (per set)

(6) variable) set)

SET 1: demographic control variables

length of caring for PWA -1.170 0.31**

increment 0.039 0.457**

of set 1

SET 2: structural effects variables

|
caregiving burden -0.557 0.57

insured (y/n) 0.078 1.08

ability to afford care 0.597 1.82

income 0.00 1.00

t-cell -3.387 0.03** |

increment
-

0.097 0.351**

of set 2

SET 3: theoretical main effects variables

gay community integration 1.193 3.30° 0.026

HIV community participation -1.673 0.194.

HIV community sentiment -0.508 0.60

HIV treatment management 0.251 1.29

increment 0.047 0.427+
of set 3

SET 3: interaction terms

interaction of HIV 1.152 3.17°

participation/Tcell

increment
-

0.046 0.521*
of set 4

** P → .01

* P × .05

+ P : .15

* The parameter estimates (6) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 6, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

*This table presents the results of using the variable of T-cell count as the measure of HIV progression used in the logistic
regression analysis. Therefore, due to missing cases on this variable the sample size for this regression is N=150.
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Table 11. Cross-tabulation of the Interaction Term - HIV Community Participation"
/T-cell Category entered as the final set into the Hierarchical Logistic
Regression Model with Utilization of Support Group Services being the
Dependent Variable.”

Support Group
Services

N = 150 T-cell Category 1: T-cell Category 2: T-cell Category 3:
T-cell > 500 200 s T-cell < 500 T-cell < 200

HIV Community % using Support Group % using Support Group % using Support Group
Participation: Services: Services: Services:

Low 25.0 11.1 7.1

n = 28 n = 27 n = 14

HIV Community % using Support Group % using Support Group % using Support Group
Participation: Services: Services: Services:

High 29.6 31.4 31.6

n = 27 n = 35 n = 19

"The variable of HIV community participation has been dichotomized around the scale mean value: 2.691

*These values are based on the logistic regression model containing the variable of t-cell category (N = 150).

variable of length of caring, and the main effects measure of gay community

integration as significant in the final regression model. Again, there is a

significant interaction between the measures of HIV-related health status and

participation in HIV-related community activities. The final measure of gamma

is also extremely weak as a gauge of the overall strength of the model as a tool

of odds prediction. The only change in the model due to the inclusion of CD4+

T-helper cell count as a structural effects variable (replacing HIV treatment
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category as the measure of HIV-related health status) is the statistical

significance of the HIV community affairs participation measure with the

addition of the interaction term into the final model (P = .15). The odds ratios

for both of the variables in the interaction changed from 0.817 (NS) to 0.03 (P

< .01) for CD4+ T-helper cell, and from 1.453 (NS) to 0.19 (P = .15) for HIV

community affairs participation. The effect of this latter variable, due to its

interaction with the measure of health status is non-interpretable.

The decreasing rate of utilization of support group services across CD4+ T

helper cell count is again seen in those respondents measuring low in HIV

community participation. Also, no rate difference among respondents high in

participation was observed. A suppression effect of the interaction upon both

variables of the term is evident. %
ºº

Utilization of Treatments and Drugs (N=165)

The results of the hierarchical logistic regression analysis on the utilization of

prophylactic therapeutic interventions for the HIV-infected caregivers (N=165)

indicate that the significant independent measures of the model account for a

large percentage of the approximation of predicted odds, with a strong overall

predictive efficacy of the final model given this particular configuration of

variables (see Table 12.). Two of the hypothesized demographic variables,

education level and caregiver's age were significantly correlated on the bivariate

level with use of drugs and treatments (P = .10), and
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Table 12. Results of Logistic Regression Analysis on the Utilization of Treatments
and Drugs for Persons Living with HIV Disease * *

parameter odds R’. R’. gamma

estimate ratio (% t per (% t per (per set)
(3) variable) set)

SET 1: demographic control variables

level of education 0.467 1.60

age 0.054 1.05 +

increment 0.046 0.304**

of set 1

SET 2: structural effects variables

caregiving burden –0.140 0.87

insured (y/n) 1.260 3.53°

ability to afford care 0.982 2.67°

income -0.003 1.00

asymptomatic Tcell >500 0.00 1.00

asymptomatic Tcell <500 2.930 18.72**

symptomatic 2.670 14.87°."

increment 0.223 0.654**

of set 2

SET 3: theoretical main effects variables

gay community integration -1.023 0.36° 0.027

HIV community participation 0.253 1.29

HIV community sentiment 0.320 1.38

HIV treatment management 1.179 3.25° 0.040

increment 0.071 0.716°

of set 3 |
** P × .01

* P = .05
+ P × .15

* The parameter estimates (3) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the g, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

* This table presents the results of using the dummy coded variable of treatment category as the measure of HIV
progression used in the logistic regression analysis. Total sample size for this regression is N=165.

:
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were thus entered into the regression equation as a first set. Of these two

variables, age of the caregiver was significant in the final regression model. The

positive parameter estimate of 0.054 and an odds ratio of 1.05 (P. s.15) indicate

a negligible increase in odds prediction due to this measure. Together, these

variables account for a small degree of predictability (R* = 0.046), and as a set,

do not offer a strong model (gamma = 0.304).

Of the set of structural effects variables, the three measures of health

insurance status, self-reported ability to afford needed health care, and HIV

treatment category were significant in the final regression model. All of these

effects variables evidence a positive direction with the utilization outcome. Given

this set of predictor variables, the findings for both measures of insurance status

and affordability of care, indicate an increase in the odds of utilization (three

and-a-half times with being insured, and two-and-a-half times with the ability to

afford care).

A great increase in the percent of odds prediction is noted for this measure of

HIV-related health status. The parameter estimates and odds ratios for these

categories show an approximate increase in the likelihood of utilizing therapeutic

interventions of between eighteen and fifteen times respectively, with the

immunological decline of the caregiver (3=2.930, odds ratio = 18.72 for category

asymptomatic CD4+ T-helper cell < 500, and 8-2.670, odds ratio = 14.87 for

category symptomatic). The incremental statistics for this set of structural effects

variables indicate a very robust fit with the utilization outcome measure. The R*,

;
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of 0.223 and the gamma of 0.654 (P = .01) show a sizable increase in the

percentage of relative predictive power and model efficacy.

The results for the addition of the set of main effects measures into the

regression equation show a similar but far less dramatic increase in odds

prediction and overall model fit. Findings for the variable measuring the concept

of integration into the gay and lesbian community, interestingly suggest that

caregivers are over 70% less likely to utilize these therapeutic interventions with

each one unit increase of the community integration measure (P = .05). As

surprising as this finding is, the individual Rºl for this particular variable reveals

that it accounts for only 2.7% increase in odds prediction. The main effects

variable of HIV treatment management demonstrates the opposite pattern, a

three-fold increase in the odds of utilization with a one unit increase in the

dichotomous management measure. Again, as interesting as this is, it only

accounts for a small increase in relative predictive efficacy in the final logistic

regression model (8 = 1.179, odds ratio =3.25 (P = .05), and R* =0.040).

After controlling for the effects of the other variables previously entered, the

set of main effects measures significantly adds to both the increase in likelihood

prediction (R* =0.071), and to the overall model tone, albeit far less than for the

structural effects measures (gamma increasing to 0.716). No interaction terms

were significant at the (P = .15) level.

º
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Table 13. Results of Logistic Regression Analysis on the Utilization of Treatments
and Drugs for Persons Living with HIV Disease * *

parameter odds R’. R’. gamma |
estimate ratio (% t per (% t per (per set)

(6) variable) set)

SET 1: demographic control variables

level of education 0.599 1.82

age 0.119 1.13°."

increment 0.045 0.304**

of set 1

SET 2: structural effects variables

caregiving burden 0.164 1.18

insured (y/n) 1.668 5.30°

ability to afford care 1.615 5.03*

income -0.007 0.99

t-cell 2.915 18.44**

increment 0.381 0.735**

of set 2

SET 3: theoretical main effects variables

gay community integration -1.277 0.28° 0.043

HIV community participation 0.198 1.22

HIV community sentiment 0.695 2.00

HIV treatment management 2.092 8.10** 0.115

increment 0.151 0.810**
of set 3

** P × .01

* P → .05

+ P → .15

* The parameter estimates (6) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 3, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

*This table presents the results of using the variable of T-cell count as the measure of HIV progression used in the logistic
regression analysis. Therefore, due to missing cases on this variable the sample size for this regression is N=150.
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Utilization of Treatments and Drugs (N=150)

Table 13. shows that the exchange of the continuous variable of CD4+ T

helper cell as the measure of HIV-related health status does not change the

patterns of relationships between the variables in the regression model. However,

this health status measure does improve the predictive strength of the individual

significant variables, and enhances both an increase in R* and gamma for the

structural and main effects measures. The final gamma of 0.810 (P. s.01)

indicates a relatively robust prediction model, with the majority of power lying

with the structural effects measures.

Utilization of Routine HIV-Related Medical Care (N=165)

The results of the first set of regression analyses on the utilization of routine

HIV-related medical care (N=165) indicate that three of the structural effects

variables are significant in the final regression model, and together account for

the majority of the overall odds predictability (see Table 14.). A look at the set

of main effects variables shows that both the measures of gay community

integration and HIV community sentiment are significant in the final model (P

< .05). But, due to the enhancing effect of the significant interaction between

them (P = .01) reported findings are too confounded to make any interpretive

sense. None of the study's proposed set of demographic variables were found to
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Table 14. Results of Logistic Regression Analysis on the Utilization of Routine
HIV-Related Medical Care * *

E E

parameter odds R’. R’. gamma

estimate ratio (% per (% t per (per set)
(6) variable) set)

SET 1: structural effects variables

caregiving burden 0.279 1.32

insured (y/n) 1.166 3.21°

ability to afford care 1.548 4.70°

income –0.013 0.99

asymptomatic Tcell >500 0.00 1.00

asymptomatic Tcell <500 1.753 5.77°

symptomatic 1.484 4.41*

increment 0.159 0.631**

of set 1

SET 2: theoretical main effects variables

gay community integration -12.250 0.00°

HIV community participation 0.219 1.25

HIV community sentiment -11.177 0.00°

HIV treatment management 0.179 1.20

increment 0.030 0.640

of set 2

SET 3: interaction terms
T

interaction of gay community 4.209 67.30°."
integration/HIV community
sentiment

increment 0.070 0.675*

of set 3

** P × .01

• P × .05

+ P : .15

* The parameter estimates (3) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 6, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

* This table presents the results of using the dummy coded variable of treatment category as the measure of HIV
progression used in the logistic regression analysis. Total sample size for this regression is N=165.
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be significantly related to the outcome measure on a bivariate level (P = .10).

Hence, there were no demographic variables entered into the regression model

as an initial set.

Of the set of structural effects variables initially entered into the regression

analysis, the three variables of health insurance status, ability to afford needed

health care, and HIV treatment category were significant in the final regression

model. Each of these variables evidence a positive direction in relation to the

utilization outcome. Controlling for the other variables in the model, the findings

for the dichotomous variable of insured indicate that the likelihood of

participating in regular and ongoing medical care increases by more than three

times when caregivers are covered by some form of health insurance as opposed

to not (3=1.166, odds ratio=3.21, P = .05).

Likewise, findings for the variable of ability to afford needed care indicate

that the likelihood of participating in regular and ongoing medical care increases

by over four-and-a-half times for caregivers who report affordability of care as

opposed to those who do not (3=1.548, odds ratio = 4.70, P = .05). A sizeable

increase in the percent of odds prediction is also attributed to the dummy coded

variable of HIV-related treatment category. The parameter estimates and odds

ratios for these categories show an approximate increase in the likelihood of

utilization of roughly five times with each category indicating progressive

immunological decline (3=1.753, odds ratio=5.77, P. s.05 for the category of

asymptomatic CD4+ T helper cell < 500, and 8–1484, odds ratio =441, P =.05
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for category symptomatic).

The incremental statistics for this set of structural effects variables indicates a

relatively powerful match between this initial set of measures entered into the

regression equation and the overall predictive strength of a logistic model at this

analytic point. The Rºl of 0.159 shows a 16% increase in relative power to

predict the likelihood of routine HIV-related medical care. The gamma of 0.631

(P = .01) indicates a significant degree of model efficacy resulting from the

entry of this initial set of variables into the hierarchical regression model.

Of the set of main effects variables next entered into the regression analysis,

the measures of gay and lesbian community integration, and HIV community

sentiment were significant (P. s.05) in the final regression model. An

examination of their respective parameter estimates and odds ratios within the

final model, proves them to be uninterpretable outside the context of the

significant interaction between them. A review of the parameter estimates and

odds ratios for the set of main effects measures, before and after the inclusion of

the interaction term into the model, shows that the addition of this interaction

does not greatly effect the significance levels nor relative magnitude of the main

effects measures other than for the two interacting variables. The incremental

statistics for the set of main effects measures, Rºl=0.03 and gamma=0.640 (NS)

(showing only a slight increase from the gamma of 0.631 for the previous set of

variables in the model), show a basic incremental insignificance apart from that

attributable to the interaction of the aforementioned variables.
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Table 15. Cross-tabulation of the Interaction Term - Gay Community Integration"
/HIV Community Sentiment” entered as the final set into the
Hierarchical Logistic Regression Model with Utilization of Routine

HIV-Related Medical Care being the Dependent Variable".

Routine HIV Related

Medical Care

N = 165 HIV Community Sentiment: HIV Community Sentiment: HIV Community Sentiment:

Low Medium High

Gay Community % utilizing Routine HIV % utilizing Routine HIV % utilizing Routine HIV
Integration: Related Medical Care: Related Medical Care: Related Medical Care:

90.5 82.4 77.8

Low

n = 21 n = 17 n = 18

Gay Community % utilizing Routine HIV % utilizing Routine HIV % utilizing Routine HIV
Integration: Related Medical Care: Related Medical Care: Related Medical Care:

7.2.2 90.9 94.4

Medium

n = 18 n = 11 n = 18

Gay Community % utilizing Routine HIV % utilizing Routine HIV % utilizing Routine HIV
Integration: Related Medical Care: Related Medical Care: Related Medical Care:

72.2 94.4 96.2

High
n = 18 n = 18 n = 26

"The variable of Gay community integration has been trichotomized around the following values:
low gay community integration: < 2.75
medium gay community integration: 2.75 × gayint s 3.146
high gay community integration > 3.146

*The variable of HIV community sentiment has been trichotomized around the following values:
low HIV community sentiment: < 2.667
medium HIV community sentiment: 2.667 - HIVsent < 3.083
high HIV community sentiment > 3.083

*These values are based on the logistic regression model containing the variable of treatment category (N = 165).
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Table 15. gives the results of the trichotomized cross-tabulation of the two

main effects measures comprising the significant interaction term within the

regression model. These findings indicate a bivariate pattern of discordance

within which respondents who measured low in either HIV community sentiment

or gay community integration, and not low in the other main effects measure

(medium or high), evidenced a significantly decreased rate of utilization of

ongoing HIV-related medical care than did respondents not measuring this type

of discordance (utilization rate of 72.2% for low discordant cells of HIV

community sentiment / 77.8%-82.4% for low discordant cells of gay community

integration vs. utilization rate of 90.5%-96.2% in non-discordant cells). It is

noted that the bivariate effect attributed to a low measure of gay community

integration appears to be less than that for the interaction's other term.

Interestingly, the group of respondents measuring low (concordant) in both main

effects variables, measured a high rate of utilization (90.5%).

An examination of the parameter estimates and odds ratios for these variables

individually, before and after the inclusion of the interaction into the model

shows that the interaction term had an enhancing effect upon both main effects

measures; the parameter estimates and odds ratios became relatively

incomprehensible but statistically significant at the same time (P =.05). The

parameter estimate and odds ratio for the interaction term are not readily

interpretable, but the Rºl of 0.070 and gamma of 0.675 (P. s.01) do denote a

significant increase in the degree of odds prediction (7.0%) with the addition of
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Table 16. Results of Logistic Regression Analysis on the Utilization of Routine
HIV-Related Medical Care * *

parameter odds R’. R’. gamma
estimate ratio (% t per (% per (per set)

(6) variable) set)

SET 1: structural effects variables

caregiving burden 0.879 2.41

insured (y/n) 0.248 1.28

ability to afford care 2.668 14.40**

income -0.019 0.98
|

t-cell 1.046 2.85*

increment 0.205 0.654**
of set 1

SET 2: theoretical main effects variables

gay community integration -11.848 0.00+

HIV community participation 0.016 1.02

HIV community sentiment -10.379 0.00°

HIV treatment management 0.351 1.42

increment 0.037 0.659

of set 2

SET 3: interaction terms

interaction of gay community 3.984 53.74 +
integration/HIV community
sentiment

increment 0.054 0.716+

of set 3

** P × .01
* P → .05

+ P : .15

"The parameter estimates (6) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 6, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

*This table presents the results of using the variable of T-cell count as the measure of HIV progression used in the logistic
regression analysis. Therefore, due to missing cases on this variable the sample size for this regression is N=150.
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Table 17. Cross-tabulation of the Interaction Term - Gay Community Integration"
/HIV Community Sentiment” entered as the final set into the
Hierarchical Logistic Regression Model with Utilization of Routine

HIV-Related Medical Care being the Dependent Variable."

Routine HIV Related
Medical Care

N = 150 HIV Community Sentiment: HIV Community Sentiment: HIV Community Sentiment:

Low Medium High

Gay Community % utilizing Routine HIV % utilizing Routine HIV % utilizing Routine HIV
Integration: Related Medical Care: Related Medical Care: Related Medical Care:

100.0 86.4 81.8

Low
n = 17 n = 22 n = 11

Gay Community % utilizing Routine HIV % utilizing Routine HIV % utilizing Routine HIV
Integration: Related Medical Care: Related Medical Care: Related Medical Care:

7.2.2 100.0 92.3

Medium

n = 18 n = 12 n = 13

Gay Community % utilizing Routine HIV % utilizing Routine HIV % utilizing Routine HIV
Integration: Related Medical Care: Related Medical Care: Related Medical Care:

76.9 100.0 96.0

High
n = 13 n = 19 n = 25

"The variable of Gay community integration has been trichotomized around the following values:
low gay community integration: < 2.73
medium gay community integration: 2.73 > gayint s 3.12
high gay community integration > 3.12

"The variable of HIV community sentiment has been trichotomized around the following values:
low HIV community sentiment: < 2.7
medium HIV community sentiment: 2.7 - HIVsent < 3.09
high HIV community sentiment > 3.09

*These values are based on the logistic regression model containing the continuous variable of t-cell count (N = 150).
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the interaction term into the regression model. An improvement of the overall fit

(albeit a moderately weak fit) of the final regression model was also noted

(gamma increasing from 0.640 after the inclusion of set 2, to 0.675 for the final

model).

Utilization of Routine HIV-Related Medical Care (N=150)

An examination of the logistic regression analysis on the outcome of

utilization of ongoing HIV-related medical care rerun with the variable CD4+ T

helper cell as an alternative measure of health status (N=150), evidences nearly

the same patterns of relationships among the variables and variable sets entered

into the regression model (see Table 16. and Table 17.). Again, there is an

absence of significant demographic variables within the model. As before, the

measure of HIV-related health status is significant in a positive relationship with

the outcome measure (P = .05). But, here the magnitude of odds prediction is

somewhat lower (odds ratio =2.85). Changing from the previous regression

analyses, the dichotomous variable measuring the insurance status of the

caregivers did not measure as statistically significant in the final regression

model. Where this variable lost power, the dichotomous measure of ability to

afford medical care dramatically increased in predictive magnitude. A positive

parameter estimate (3=2.668) and a sizable odds ratio (14.40) indicate that

respondents who reported affirmative to the affordability of care were over

fourteen times more likely to utilize routine medical services (Ps .01).

i
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The enhancement in statistical significance of the two interacting main effects

variables, gay community integration and HIV community sentiment is again

seen. An examination of the trichotomized crosstabultation table for these two

variables does show the same pattern of bivariate relationships, but with the

rates of utilization somewhat elevated for the cells not including a low measure

in either integration or sentiment (92.3%-100.0%). Further, the effect of gay

community integration, especially for the "low" category, appears to be

somewhat diminished in the model when using CD4+ T-helper cell count as the

indicator of HIV-related health status. The final measures of Rºl and gamma for

the logistic equation with HIV treatment category as the measure of related

health status again marks both a significant increase in the degree of odds

prediction (7.0%) with the addition of the interaction term, and a weak

improvement of the overall fit of the final regression model.

Utilization of Routine Diagnostic Blood Monitoring (N=165)

As discussed in Chapter 4., the utilization measures of ongoing medical care

and diagnostic blood monitoring are very strongly correlated with one another. It

was thus expected that the findings generated by the hierarchical logistic

regression analyses for both of these outcome measures would be closely

matched. The results of the final set of regression analyses on the utilization of

routine diagnostic blood monitoring with variable of HIV treatment category

used as the indicator of health status (N=165), does confirm this expectation

2º
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Table 18. Results of Logistic Regression Analysis on the Utilization of Routine
Diagnostic Blood Monitoring for HIV Disease ""

parameter odds R’. R’. gamma

estimate ratio (% per (% per (per set)
(6) variable) set)

SET 1: structural effects variables

caregiving burden 0.447 1.56

insured (y/n) 1.124 3.08+

ability to afford care 1.900 6.68.**

income –0.023 0.98

asymptomatic Tcell >500 0.00 1.00

asymptomatic Tcell <500 2.370 10.69**

symptomatic 1.675 5.34°

increment 0.195 0.694**

of set 1

SET 2: theoretical main effects variables

gay community integration -12.081 0.00°

HIV community participation –0.071 0.93

HIV community sentiment -10.460 0.00°

HIV treatment management 0.163 1.18

increment 0.063 0.6974.

of set 2

SET 3: interaction terms |
interaction of gay community 4.242 69.52*

-

integration/HIV community
sentiment

increment 0.069 0.740°

of set 3

** P → .01

* P × .05

+ P → .15

* The parameter estimates (6) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 6, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

* This table presents the results of using the dummy coded variable of treatment category as the measure of HIV
progression used in the logistic regression analysis. Total sample size for this regression is N=165.

i
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(see Table 18.). The following discussion will therefore focus on the subtle

differences between these two separate sets of analyses. Again, none of the

study's proposed set of demographic variables were found to be significantly

related to the outcome measure on a bivariate level (P = .10). The entry of the

initial set of structural effects variables into the regression model produced

nearly the same results as those for ongoing care. The three variables of health

insurance status, ability to afford needed care, and HIV treatment category were

again significant in a positive direction in the final regression model. One noted

change is the increased odds ratio (10.69, P = .01) for the treatment category of

asymptomatic CD4+ T-helper cell < 500/mm'. The incremental statistics for this

set of structural effects variables also indicates a robust fit between this initial set

of measures and the overall predictive strength of the analytic model. The Rºl of

0.195 and gamma of 0.694 (P = .01) show a somewhat stronger model in terms

of prediction power and model efficacy after the entry of this initial set of

structural effects variables.

The pattern of multivariate relationships seen with the addition of the set of

main effects variables into this regression analysis also demonstrate the statistical

significance (P =.05) and confoundedness in the final model of the two main

effect measures of gay and lesbian community integration, and HIV community

sentiment. Table 19. gives the results of the trichotomized cross-tabulation of the

two interacting main effects measures for the outcome variable of utilization of

routine diagnostic blood monitoring. This table shows a slightly altered pattern
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Table 19. Cross-tabulation of the Interaction Term - Gay Community Integration"
/HIV Community Sentiment” entered as the final set into the
Hierarchical Logistic Regression Model with Utilization of Routine

Diagnostic Blood Monitoring being the Dependent Variable".

Routine Diagnostic
Blood Monitoring
N = 165 HIV Community Sentiment:

Low

HIV Community Sentiment:

Medium

HIV Community Sentiment:

High

Gay Community
Integration:

Low

% utilizing Routine
Diagnostic Blood
Monitoring:

85.7

% utilizing Routine
Diagnostic Blood
Monitoring:

88.2

% utilizing Routine
Diagnostic Blood
Monitoring:

77.8

Gay Community
Integration:

Medium

Gay Community
Integration:

High

% utilizing Routine
Diagnostic Blood
Monitoring:

77.8

% utilizing Routine
Diagnostic Blood
Monitoring:

72.2

n = 17

% utilizing Routine
Diagnostic Blood
Monitoring:

90.9

% utilizing Routine
Diagnostic Blood
Monitoring:

94.4

n = 18

% utilizing Routine
Diagnostic Blood
Monitoring:

100.0

% utilizing Routine
Diagnostic Blood
Monitoring:

96.2

"The variable of Gay community integration has been trichotomized around the following values:
low gay community integration: < 2.75
medium gay community integration: 2.75 × gayint s 3.146
high gay community integration > 3.146

"The variable of HIV community sentiment has been trichotomized around the following values:
low HIV community sentiment: < 2.667
medium HIV community sentiment: 2.667 - HIVsent < 3.083
high HIV community sentiment > 3.083

*These values are based on the logistic regression model containing the variable of treatment category (N = 165).
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of bivariate relationships than that seen with ongoing care. Here, the change in

outcome measures greatly dampens the effect of "low" gay community

integration across the three levels of HIV community sentiment. Conversely, the

effects of the discordance in the levels of association between these two main

effects measures in the cells where HIV sentiment is low (low sentiment/medium

or high integration), has again shown a decreased rate of utilization of ongoing

HIV-related medical care across the trichotomized levels of gay integration.

Also, concordance of low measurement in both predictor variables has also

diminished the overall high rate of utilization for this group of respondents

(85.7%).

An examination of the Rºl and gamma again demonstrates a significant

increase in the degree of odds prediction (7.0%) with the addition of the

interaction term into the regression model. An improvement of the overall fit of

the final regression model is also noted (gamma increasing from 0.694 after the

inclusion of set 1, to 0.740 for the final model).

Utilization of Routine Diagnostic Blood Monitoring (N=150)

The hierarchical logistic regression analysis on the outcome of utilization of

routine diagnostic blood monitoring rerun with the variable CD4+ T-helper cell

as the measure of health status (N = 150), altered the patterns of significance and

interaction among the variables entered into the logistic model (see Table 20.).

In these sets of analyses, the absence of significant demographic variables
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Table 20. Results of Logistic Regression Analysis on the Utilization of Routine
Diagnostic Blood Monitoring for HIV Disease **

E º

parameter odds R’. R’. gamma
estimate ratio (% per (% per (per set)

(6) variable) set)

SET 1: structural effects variables

caregiving burden 1.175 3.24+

insured (y/n) 0.227 1.25

ability to afford care 2.967 19.44**

income -0.031 0.97+

t-cell 1.312 3.71°

increment 0.247 0.721**

of set 1

SET 2: theoretical main effects variables

gay community integration 0.425 1.53

HIV community participation -0.386 0.68

HIV community sentiment 2.253 9.51° 0.094

HIV treatment management 0.048 1.05 |
increment 0.108 0.778+

of set 2

** P → .01
* P → .05

+ P → .15

* The parameter estimates (6) and odds ratios presented in the table represent the results of the final logistic regression
run on the full model. Variables were entered into the analysis in sets as presented in the table. Values for the Rºl and gamma
statistics are given at the end of each set, representing the relative increase and strength of predictive power gained by entering
each block of variables with those previously entered into the analysis. Note that with the exception of statistics presented as
the final set of the full model, the values of Rºl and gamma do not correspond with the 6, odds ratios and significance levels
for the individual variables of the final model, and are presented to indicate the relative strength of each set of variables
entered into the final logistic regression model.

*This table presents the results of using the variable of T-cell count as the measure of HIV progression used in the logistic
regression analysis. Therefore, due to missing cases on this variable the sample size for this regression is N=150.

in the model is once again noticed. As before, the measure of HIV-related

health status is both significant in a positive relationship with the outcome

measure (P = .05), and somewhat lower in the magnitude of odds prediction
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(odds ratio =3.71). As was the case for the analyses on routine medical care

using with CD4+ T-helper cell as the measure of HIV-related health status, the

variable of health insurance status achieves statistical insignificance with the

change in health status measures. Again, where this factor lost power, the

variable of ability to afford medical care, more dramatically increased in

predictive magnitude (6=2,967, odds ratio=1444, P = .01). The incremental

statistics for this set of structural effects variables evidences both an increase in

odds prediction power, and an overall improvement of the fit of the regression

model up to this point in the hierarchical analysis.

With the addition of the main effects measures (the second set of variables

entered into the hierarchical regression model), the pattern of relationships

between the main conceptual variables dramatically changes along with the

switch of health effects measures. As hinted at in the results of the previous set

of analyses, the apparent effect of the inclusion of CD4+ T-helper cell count in

the regression equation on the utilization of this particular health service, is to

lessens the effect of gay community integration. The only main effects measure

to exhibit statistical significance in the final regression model is HIV community

sentiment. A positive parameter estimate and an odds ratio of 9.51 indicate that

for each decline in T-cell count, the likelihood of routinely utilizing diagnostic

testing increases by a factor of nine-and-a-half times. The Rºl of 0.094 for this

individual main effects measure indicates a fairly high increase in overall odds

prediction for this variable, controlling for the measures previously entered in the
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regression model.

In this analytic model where the measure of health status (CD4+ T-helper cell

count) is unencumbered by symptomological status, the presence of a statistically

significant interaction term between the main effects measures is eliminated. The

findings of R* and gamma for the entire set of main effects measures within the

final regression model again exhibit a significant increase in the degree of odds

prediction (R*L=0.108) with the addition of these variables in the logistic

equation. A moderate improvement of the overall strong fit of the final

regression model is noted as well (gamma=0.778 P = .15).

Discussion

Methodological factors:

One point immediately apparent from the review of these regression analyses

is the relative weakness of the findings, both in statistical insignificance of the

majority of the model's variables and in the low levels of predictive efficacy

(R*) and model tone (gamma) for the study's main integration variables.

Further, apart from the low predictive value attributed to the main effects

measures individually, the models as conceptual wholes produced results

garnering some interesting insights but overall statistics which were also relatively

weak.

There may be methodological factors inherent to the study design which can
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help explain a certain degree of the insignificance of the analytic findings.

Foremost among these is the lack of variance on the study's health interventions

outcome measures. In tribute to the successful educational and supportive efforts

of the gay and HIV communities in both Los Angeles and San Francisco to

move HIV-infected persons into prophylactic and therapeutic care, most of the

men participating in the study are taking advantage of the available health

services for persons living with HIV disease. As foreseen in the results of the set

of power analyses performed on the initial forty seven HIV-infected gay/bisexual

respondents in the AIDS Care Study (see Appendix 2), due to the constraints of

the parent study's final sample size, a population of non-utilizers large enough to

ensure the strong predictive power of the community integration measures was

not a likely possibility.

Thus, the skewness towards utilization among the sample population is a

consequence of the most fundamental element of the sample design. Caregivers

to persons with AIDS are likely to be involved with the medical and social

support systems for persons with HIV as a result of fulfilling their caregiving

duties. The related knowledge and access potentially gained through their

caregiving experience may also be a factor in the high rates of health services

utilization among the study participants. Further, caregivers may be more pro

active towards their health in general. The HIV-infected caregiver may therefore

be more likely to act upon their illness than persons who are not actively caring

for a friend/lover living with advanced complications of the same illness.
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Another potential factor effecting the relative power of the analyses is the

homogeneity of the sample around many of the independent measures

themselves. The advertisements and publicity used in the study's recruitment

efforts may have served to over-represent persons highly integrated into the

gay/HIV communities of Los Angeles and San Francisco where HIV-related

issues have been a large part of the cultural exchange for many years. The fact

that a non-probability volunteer sampling technique was employed may have

served to inflate the number of persons enrolled in the study biased towards

participation in community events.

A final factor heping to potentially explain the weak overall power of the

regression analyses was the relative fragility of some of the scaled items. In the

initial proposed design of this research enterprise, it was recognized that the

Cronbach’s alpha for some of the study's theoretically driven scales and domains

were somewhat low. With the concession to the exploratory and theoretically

driven nature of this research, the decision was made to retain the measures in

spite of their relatively low rates of internal reliability within the analysis.

Analytic replication:

Also apparent from the review of these regression analyses is that the

substitution of the variable CD4+ T-helper cell count as the measure of HIV

related health status in the regression equations for each of the four outcome

measures did not greatly alter the patterns of relationships between the
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independent measures themselves, nor the overall predictive strength of each

model. This variable substitution was enacted in order to determine if/how the

effects attributed to the measure of diagnostic treatment category (defined by

symptomologically history) differed from the effects attributed to respondents’

actual CD4+ T-helper cell counts regardless of symptoms experienced.

This is an important point to establish, having significant public health

implications. Current medical recommendations around the use of anti-retroviral

therapy and routine care of the HIV-infected call for treatment initiation when

CD4+ cell levels drop below 500/mm”. Further, for those residing within

California, a State financed drug access program removes the financial barrier to

pharmacological treatment for most HIV-infected persons. This program

provides Federal Drug Administration (FDA) approved anti-retroviral and other

therapeutic medications for free or at a minimal cost to all HIV-infected state

residents who are not eligible for reimbursement through private health

insurance and have yearly incomes of below fifty thousand dollars. The fact that

many persons with HIV remain in relatively asymptomatic states while having

CD4+ cell counts well below the 500/mm” marker for recommended treatment

initiation, together with findings indicating that a sizable proportion of infected

persons are not taking advantage of available health interventions

(Communications Technologies, 1990; Holmberg et al., 1990; Graham, Zeger,

Kuo, et al., 1991), poses the question as to whether there is a difference in rates

of adherence to current medical guidelines along the lines of respondents’
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diagnostic markers versus their symptomological states.

In other words, we hoped to find out if the current medical guidelines around

the initiation of prophylactic intervention based upon persons’ CD4+ cell counts

was being followed by the study population, or whether there were study

participants for whom becoming ill was the catalyst for initiating recommended

health interventions. These analyses did in fact show that it was primarily CD4*

T-helper cell counts and not symptomological history that was the key health

related factor in predicting the likelihood of utilization for each of the health

Services studied.

It must be noted that the substitution of the health status variable CD4+ T

helper cell count into each of the four logistic regression equations reduced the

overall sample size to 150 for each analysis. This reduction was due to there

being missing data on the self-reported CD4+ cell counts by fifteen of the study

respondents. One issue potentially clouding the analytic results of this second set

of regressions is that the fifteen cases eliminated from these analyses were highly

skewed towards both lower rates of utilization for the three medically related

health interventions and low values on the scaled measure of HIV community

sentiment (low in affect around the devastation and loss within the gay and HIV

communities and in the measurement of their social and political alienation). A

potential bias related to this variable substitution is thus an increase in both the

significance of the HIV community sentiment measure and in the overall

strength of the predictive models for each of this second set of analyses.

-ill
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General results:

Given the above methodological issues, the results of the four sets of

regression analyses highlight the fact that most of the caregivers are following

three out of the four prescribed prophylactic health recommendations for

persons HIV-infected. The findings for the regression analyses on utilization of

HIV-related social support groups indicate that a different set of factors are

needed to explain the patterns of use/non-use of this health intervention than for

the three more medically related outcomes of use of treatments and drugs,

ongoing medical care and routine diagnostic blood monitoring.

For each of the four outcome measures (given the proposed configuration of

independent variables) the set of structural effects variables as a whole were the

factors accounting for the greatest proportion of predictive efficacy in each of the

final regression models. Primary among this set of effects were the measures of

HIV-related health status and those pertaining to issues of access to care. For

the measure of HIV-related health status, the most consistent factor to be

significantly related to the likelihood of utilization, the general pattern suggested

by the regression analyses is that the drop of CD4+ T-helper cell counts below

500/mm’ greatly increases the likelihood of use of the health interventions by the

caregivers studied. Findings also indicated that the odds of utilization are also

strongly related to the caregiver's acknowledgement of having the ability to

afford the health care services he needs and to his current health insurance

status. The pattern of increased odds with the respondent’s acknowledgement of
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ability to afford care and having health insurance was shown to be somewhat

independent of the caregiver's actual level of income. This suggests that income

as a measure of access does not adequately address factors potentially limiting

financial stability, namely the likely economic hardship resulting from the

caregiving situation and (in these two California areas) the caregiver's general

cost of living. The caregiver's ability to afford needed care after these other

factors are taken into consideration may be greatly reduced.

The study's theoretically driven main effects measures of community

integration did account for a small portion of the overall predictive power in

each of the final regression models. Although the degree of their predictive

efficacy is relatively small (either individually or when entered into the regression

equation as a set of predictors), the results do help to flush out our

understanding of the various factors influencing HIV-infected caregivers' patterns

of health intervention utilization (see discussion below).

Specific results: Utilization of Social Support Group

What is initially apparent in reviewing this first set of analyses is that taken

together, this particular configuration of independent variables is relatively weak

in its ability to predict the likelihood of the HIV-infected caregivers' use of

social support groups for their own HIV-related concerns (gamma = 0.523). With

this meager overall predictive efficacy of the model as a whole in mind, the

significant measures within the regression are examined for their individual
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contributions.

Although increasing the predictive efficacy of the odds of support group

utilization by only 4%, the length of time that the caregiver has been helping his

friend/lover is significantly related to participation. The longer the time period,

the less likely the person was to be involved in a support group (use being

almost 70% less likely for persons caring for more than one year). This finding

has two potential interpretations. The first suggests that the want for this type of

emotional and informational support around one's own HIV-related condition

may be most acute in the early stages of the caregiving trajectory. In this light,

the HIV positive provider may be most psychologically challenged early on in the

course of caring for someone debilitated by advanced stages of the same disease,

and therefore may be more likely to reach out for help and support from others

in the community in the early stages of the caregiving trajectory. The alternative

interpretation suggests that the caregiver may not have the time to participate in

an ongoing support group dedicated to personal health issues. In a sense of a

hierarchy of competing demands, the HIV-positive caregiver may be more in

need of this avenue of social support for issues related to their caregiving

experience rather than for their own health related concerns.

The other finding to come out of this regression suggests that the more

integrated into the gay community the caregivers are, the more likely they are to

be participating in an HIV-related support group (odds ratio = 2.58 p <.15).

Again acknowledging the small effect size of this variable (R* = 0.023), these
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results imply that caregivers who are the most identified with the subculture may

be more likely to have the avenues for this type of support already in place. In

other words, these men may be more inclined to seek out and participate in a

group activity comprised predominantly of gay men, while others less integrated

may be less inclined to participate in group activities viewed as gay oriented.

Two other interpretations of this finding may be, 1. that the men who are more

highly integrated are more confronted by issues pertaining to HIV and therefore

may be more in need of this type of support, or 2. that these men are generally

more socially oriented and therefore more likely to participate in supportive

group activities.

The crosstabulation between the two interacting measures of participation in

HIV-related community activities and the treatment category measure of HIV

related health status initially highlights the overall low utilization of this health

service among the study participants. Given this, for those caregivers more

immunologically compromised (treatment categories 2 and 3), when measuring

low in their potential participation in HIV-related community activities (given

the opportunity to do so), were far less likely to be involved in a social support

group for their own health concerns. Having more health issues themselves, these

men may have come to point of disaffection from the HIV community as a

whole, freeing themselves emotionally from any outside HIV-related activity

other than their caregiving tasks. These caregivers may therefore be less inclined

to participate in any social event that is viewed as being HIV-related, regardless

::
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of whether it is oriented towards their own self interest or to larger community

COIlCCII)S.

The substitution of the health status measure of CD4+ T-helper cell count in

the regression model did not result in any significant alterations of the analytic

results. That the rates of utilization across the two crosstabulated measures

comprising the interaction term remained basically the same across both sets of

analyses (with and without the measure of symptomological history in the

model), demonstrates CD4+ T-helper cell count to be the defining health status

characteristic in predicting the likelihood of support group utilization.

Specific results: Utilization of Treatment and Drugs

Given this particular configuration of independent measures, this model

demonstrates greater overall strength in its ability to predict the odds of

caregivers' utilization of treatment and drugs for their HIV-related conditions

(gamma = 0.716 p <.05). The theoretically driven main effects measures of

community integration, with gay integration and HIV treatment management

being statistically significant in the final regression model, account for only a

7.1% increase in the odds predictability of the final logistic model (R*/set =

0.071). It is interesting to note, that although accounting for such a small

increase in odds prediction, gay community integration is negatively related to

the utilization outcome measure (8--1.023). For the caregivers studied, there

may be a relationship between level of identification and participation with the
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gay community, and the degree to which these men are knowledgeable and

discerning around the array of available treatments and the best point to initiate

prophylactic and therapeutic intervention. Conversely, this negative relationship

may be due to what is here called "subcultural abandon". Those who are most

strongly embracing a gay identity and most ingrained into a "culturally

alternative lifestyle" may be persons apt to become lost in the part of urban gay

male culture oriented around carefree and hedonistic abandon; as such, they may

therefore be the most likely to reject medical intervention of any kind.

Opposite of the pattern seen with the measure of gay community integration,

caregivers having the initial responsibility for and/or the management of the care

recipient's utilization of non-prescribed experimental and non-western based

treatments are over three times more likely to use some type of therapeutic or

prophylactic regimen for their own HIV-related condition. Without longitudinal

data it can only be speculated that in the process of facilitating the PWA's use of

treatments, caregivers may learn of the availability and efficacy of treatment

interventions, and may therefore be more inclined to utilize them in their own

HIV-related care. Conversely, some may have used their prior knowledge about

alternative treatments to persuade the care recipient to initiate a non-prescribed

treatment regimen.

The majority of the predictive strength of this regression model comes from

the set of structural effects measures (R* = 0.223). A large increase in model

tone results from the entry of this set of variables into the logistic equation
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(gamma increasing from 0.304 to 0.654 P =.01). Caregivers having a CD4+ T

helper cell count of less than 500/mm’ (regardless of symptom history) are far

more likely to be using treatments and drugs than caregivers with counts above

this range. With this sample of HIV-infected caregivers, these results indicate the

effectiveness of early intervention health campaigns in moving persons into

prophylactic treatment when their blood markers fall below the 500/mm range.

This point is quite dramatic when considering that this intervention is being

utilized regardless of whether related symptoms are present or not.

The structural effects measures of insurance status and ability to afford

needed health care are also significant in the final regression model. It is

important to note that the caregivers’ level of income was not a significant

predictor in the model. Again, this is due to a variety of factors including both

the potentially high monetary costs of the services and treatments needed by the

care recipient, and the high costs of treatments (western-based, experimental and

non-traditional) when not covered by medical insurance or government-based

treatment programs.

The substitution of the health status measure of CD4+ T-helper cell count

into the logistic equation did not alter the configuration of measures found to be

statistically significant in the final regression model. Of noticeable change though

was the large improvement in the percentage of increased predictability and in

the overall strength of the model after the entry of the set of structural effects

variables (R*, increasing from 22% to 38%, and gamma increasing from 0.654 to
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0.735). This is another indication of the strength of CD4+ T-helper cell count

(apart from symptom history) as a motivating factor around the ongoing use of

therapeutic and prophylactic treatments. Also of note is the increase in relative

predictive power in the final regression model attributed to the main effects

measure of HIV treatment management (R*, for this variable increasing from

4% to 11.5% with the substitution of CD4+ T-helper cell count as the health

status measure). Far more dramatically than for the previous model, caregivers

having a history involving the initial responsibility for and/or the management of

the care recipient's use of non-prescribed experimental and non-western based

treatments are over eight times more likely to use some type of therapeutic or

prophylactic regimen for their own HIV-related condition, regardless of their

history of HIV-related symptomology.

Specific results: Utilization of Ongoing HIV-Related Medical Care

The findings of this analysis again indicate the relative weakness of the overall

model as a predictive tool of the outcome measure of utilization of ongoing

medical care services (gamma = 0.675 P. s.01). As with the two earlier

dependent health intervention variables, the set of theoretically driven

community integration measures accounted for far less of the overall predictive

strength of the model than did the structural variables measuring issues of access

and health status. Together, the set of structural effects measures (with HIV

treatment category, health insurance status and caregiver's ability to afford
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needed care having statistical significance in the final regression model), increase

the predictive efficacy of the model by approximately 16% (R* = 0.159 P. s.01).

Again, having health insurance, reporting the ability to afford health care and

having a CD4+ T-helper cell count below 500/mm” increases the likelihood of

having some form of regular medical care from between three to six times. Of

note is that neither the length of time the caregiver has been helping their

friend/partner, nor the extent of the actual caregiving tasks preformed (caregiver

burden) were significant in the final regression model.

The interaction between the two main effects measures of gay community

integration and HIV community sentiment increased the predictive efficacy of

the logistic model by 7% (R* = 0.07 P. s.05). Acknowledging the modesty of

this figure, the results of the crosstabulation of these two variables with the

outcome measure suggests a pattern of decreased utilization in cases of

discordance between the level of the caregiver's feelings and political sentiments

around HIV, and the level of their integration into the gay community.

In cases of discordance where respondents measured relatively high in gay

community integration, yet low in measures of HIV-related alienation and loss,

the lower rate of utilization of medical services may speculatively be due to a

sense of "denial" among some of the study participants. Those caregivers most

strongly embracing a gay lifestyle (gay community integration) while reporting to

be experiencing the emotional loss and alienation around the epidemic the least

(HIV community sentiment) may have psychologically disassociated themselves

180



from all HIV-related issues outside of their caregiving duties. These men may

exhibit what was earlier described as a sense of "subcultural abandon". Some of

the men who are most ingrained into the facet of urban gay male culture

oriented around bars and recreational drugs may be persons most likely to

espouse fatalistic optimism.

In the reverse situation of discordance, where respondents measured low in

gay community integration yet relatively high in measures of HIV-related

alienation and loss, the lower rate of utilization of medical services may result

from the pulling away from community interaction and identification by some of

the persons most acutely experiencing emotional hardships around HIV-related

issues. As a result, these men would be less likely to seek out ongoing help from

a medical system viewed as being tied to the very community one is

psychologically attempting to avoid.

The substitution of CD4+ T-helper cell count as the measure of health status

again proves to increase the overall predictive strength and tone of the model

with the entry of the first set of structural effects variables into the regression

equation (R* = 0.205, gamma = 0.654 P. s.01). With the absence of

symptomology as a predictor of utilization of ongoing care, the odds ratio around

the dichotomous variable of ability to afford needed health care dramatically

increases to over a fourteen times greater likelihood of having ongoing care if

acknowledging the ability to afford care. This relationship makes intuitive sense;

what is not as immediately apparent is the change to statistical insignificance of
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the measure of insurance status. Once the factor of symptomology is removed

from the picture, insurance status often becomes irrelevant in the ability to

access care. For many persons who are HIV-infected and not yet living with any

major infirmities, the fear of losing one's health insurance prevents them from

making charges against their insurance policy for services which may be viewed

as being HIV-related.

The crosstabulation of the variables involved in the interaction term for this

analysis shows the similar pattern as for the previous run with HIV treatment

category as the measure of health status. Again acknowledging a very meager

increase in predictive efficacy resulting from the addition of the interaction term

into the regression equation, the effect of being low in gay community

integration is less pronounced across levels of HIV community sentiment than

for the prior model, while being low on measures of HIV-related loss and activist

sentiment/alienation seems to be conversely more pronounced. This analysis

suggests that when taking into consideration only levels of blood tests and not

degree of symptomology, the discordance of low HIV community sentiment and

higher levels of gay community integration is the more robust predictor of non

utilization of ongoing care.

Specific results: Utilization of Routine Diagnostic Blood Monitoring

As noted in the findings section earlier, the results of the regression analyses

on this outcome measure suggest the same patterns of relationships as those for
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the outcome of ongoing medical care. Again, the large odds ratio for the variable

of ability to afford needed care suggests that the costs of blood testing is a major

factor in keeping some people from routine use of this prophylactic measure.

Consistent with early intervention guidelines, the odds ratios for the dummy

coded variable of HIV treatment category also suggest the importance of

caregivers’ HIV-related health status in the likelihood of their use of routine

blood monitoring (asymptomatic Tcell <500 = 10.69, and symptomatic = 5.34).

This finding again reiterates the importance of CD4+ T-helper cell counts among

the study population in the decision making process about when to initiate health

services intervention around HIV infection.

In examining the interaction term between gay community integration and

HIV community sentiment, the same pattern of discordance is noted when the

sentiment measure is low, but is almost eliminated when the reverse is true. An

intuitive explanation for this difference is beyond the scope of this already highly

speculative analysis.

The results of the analysis substituting CD4+ T-helper cell count as the

measure of health status show an increase of the overall predictive strength and

tone of the model with the entry of the first set of structural effects variables into

the regression equation. With the absence of symptomology as a predictor of

utilization of ongoing care, the odds ratio around the dichotomous variable of

ability to afford needed health care dramatically increases to almost twenty times

greater likelihood of the caregivers routine monitoring of their blood counts with
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the stated affordability of care. Consistent with the findings on the utilization of

ongoing medical care, many asymptomatic persons having health insurance won't

submit charges which can be construed as being HIV-related for fear of

jeopardizing their eligibility.

Of note in this analysis is the absence of a significant interaction term in the

final regression model. Here, caregivers who were high in HIV community

sentiment were far more likely to have their blood routinely monitored. This

finding is not inconsistent with those of the previous analyses for both outcomes

of ongoing care and blood monitoring. Although the direct interpretation of this

variable was confounded by its interaction with the main effects measure of gay

community integration, the findings for these previous analyses suggested that for

the majority of caregivers, the more keenly the loss and frustration around the

epidemic in general was experienced (high in HIV community sentiment), the

greater the likelihood of utilization.

Comparative qualitative data:”

Treatments and drugs -

The recommendations embraced by treatment advocates within the gay and

* Note that no qualitative data was collected on the reasons for non-utilization of HIV-related
social support group services.

Tables 21. - 23. present the results of the content analysis of the study's open-ended data for
the three other outcome measures of utilization of treatments and drugs, ongoing health care and
routine blood monitoring. Note that data analyzed was asked only of respondents who did not
utilize the respective health intervention measure. Also, useful qualitative data was not collected for
all of the non-utilizing respondents.
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HIV communities indicate the most opportune time for the initiation of

therapeutic intervention by persons with HIV disease being when CD4+ T-helper

cell counts fall below 500/mm”. Consistent with these, the results of the content

analysis of the open-ended data for caregivers asymptomatic with CD4+ T-helper

cell counts = 500/mm’ who are not utilizing any kind of prophylactic

therapeutics indicate that the predominant reason for not using this health

service is the perceived lack of need in accordance with early intervention

guidelines (see Table 21.). As one respondent indicated, "I’ve been advised that

it is not at that point yet". Also consistent with current medical

recommendations, the second reason given by some of these men was that their

primary care provider had not prescribed any medications. A third reason given

by the men in this treatment category indicates a rejection of western therapeutic

intervention as being either non-effective or harmful; as one respondent

indicated, "I do not like to put toxic things into my body".

The qualitative data for the other two treatment categories indicates that the

same reasons for not using treatments and drugs were expressed by the men in

both of the categories defined by CD4+ T-helper cell counts being below

500/mm’, regardless of symptomatic history or level of immunological markers.

The predominant reason for non-utilization is again the perceived lack of

therapeutic need. The second most frequent reason given by the men in both of

these treatment categories concerns the ineffectiveness/harmfulness of available

medications. One respondent indicated that "AZT is the only thing I could take.
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Table 21. Predominant Reasons for Non-Utilization of HIV-Related Treatments

and Prophylactic Therapeutics by Immunological Status

v Asymptomatic CD4° cell count ~500/mm” (N=42)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Prophylactic Therapeutics 69.3% (29) do not need it 74.1% (20)
doctor not prescribed/advised against 14.8% (4)
not proven effective/believed harmful 14.8% (4)

v Asymptomatic CD4° cell count 3500/mm” (N=40)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Prophylactic Therapeutics 22.5% (9) do not need it 33.3% (3)
not proven effective/believed harmful 22.2% (2)
doctor not prescribed/advised against 11.1% (1)
lack of insurance/can not afford 11.1% (1)

v Symptomatic Conditions (N=83)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Prophylactic Therapeutics 20.5% (17) do not need it 29.4% (5)
not proven effective/believed harmful 23.6% (4)
no reason/have not gotten around to it 23.6% (4)
lack of insurance/can not afford 11.8% (2)
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I tried it for six months and it didn't do anything but make me feel worse". This

qualitative data suggests that for the small number of respondents who are not

using any type of therapeutic intervention when their immunological status

warrants it, the major reason espoused for this behavior is the perceived

inappropriateness of the intervention.

Ongoing medical care -

The qualitative data concerning the reasons for the non-utilization of ongoing

HIV-related health care better support the findings of the regression analyses on

this outcome measure than did the data for the outcome measure of non

utilization of treatment and drugs (see Table 22.). Acknowledging that the

majority of the study participants are engaged in an ongoing care relationship

with a primary health provider, this data indicates that persons asymptomatic

with CD4+ T-helper cell counts = 500/mm’ who are not utilizing this health

service are doing so for the same reasons they are not using therapeutic

interventions. Namely, they expressed that they either do not need this health

service at this point of the disease trajectory, or that medical intervention has not

been proven to be effective in staving off the onset of immunological decline.

These sentiments are again consistent with the quantitative findings indicating

the greater likelihood of utilization among respondents exhibiting an

immunological decline to below 500/mm CD4+ T-helper cells.

The data for the few non-utilizing respondents in the other two treatment
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Table 22. Predominant Reasons for Non-Utilization of Ongoing Medical Care
by Immunological Status

v Asymptomatic CD4° cell count ~500/mm” (N=42)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Ongoing Medical Care 28.6% (12) do not need it 63.6% (7)
not proven effective/no personal good 27.3% (3)

v Asymptomatic CD4° cell count «500/mm” (N=40)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Ongoing Medical Care 10.0% (4) lack of insurance/can not afford 50.0% (2)
do not need it 25.0% (1)

v Symptomatic Conditions (N=83)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Ongoing Medical Care 8.4% (7) lack of insurance/can not afford 28.6% (2)
no reason/have not gotten around to it 28.6% (2)
do not need it 14.3% (1)
not proven effective/believed harmful 14.3% (1)
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categories represented in Table 22, also concurs with the results of the

regression analyses on this outcome measure. The primary reason stated for non

use was either that these men did not have health insurance which covered this

health service and/or that they could not afford the costs of ongoing care. The

men in these two health status categories who indicated that they did not need

ongoing care or that they "have not gotten around to it" may be representative

of those persons speculatively referred to earlier as either being in denial or in a

state of "subcultural abandon", persons who have psychologically disassociated

themselves from all HIV-related issues outside of their caregiving duties. As one

respondent with a definitive AIDS diagnosis exclaimed, "They have nothing to

offer. I’m very conservative - not into doing percentages. It's basically genetic.

Both of my parents are doctors and they can't agree about the common cold."

Routine diagnostic monitoring -

Recognizing the high correlation between the two interventions of ongoing

medical care and routine diagnostic blood monitoring, it is not surprising that the

qualitative data collected from the respondents not utilizing routine diagnostic

services closely matches that for ongoing care (see Table 23.). The predominant

reason given for the non-utilization of this health service by the caregivers in the

first treatment category (asymptomatic CD4+ T-helper cell count = 500/mm’

was again their perceived lack of need. Consistent with the quantitative findings

for this outcome measure, a good proportion of the non-utilizing caregivers
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Table 23. Predominant Reasons for Non-Utilization of Regularized
Immunological Monitoring by Immunological Status

v Asymptomatic CD4° cell count ~500/mm” (N=42)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Immunological Monitoring 28.6% (12) do not need it 36.4% (4)
fear of self identity as a PWA 18.2% (2)
lack of insurance/can not afford 18.2% (2)

v Asymptomatic CD4+ cell count «500/mm” (N=40)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Immunological Monitoring 7.5% (3) lack of insurance/can not afford 66.7% (2)
fear of self identity as a PWA 33.3% (1)

v Symptomatic Conditions (N=83)

% Non-Using (n) Reason for Non-Utilization % Answering (n)

Immunological Monitoring 7.2% (6) no reason/have not gotten around to it 33.3% (2)
not proven effective 33.3% (2)
lack of insurance/can not afford 33.3% (2)
fear of self identity as a PWA 16.7% (1)
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responded that their lack of routine testing was due to the inability to afford this

Ca■ e.

This table also indicates that a sizeable proportion of the men who did not

routinely have their blood monitored did so out of fear of "becoming" a person

with AIDS. Interestingly, respondents in all three HIV-related treatment

categories described similar concerns about the development of a stigmatized self

identity. As one respondent related, "I'm afraid. I don't want to know".
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CHAPTER 6

CONCLUSIONS:

Two major findings have emerged from this research on caregivers to persons

with AIDS/HIV who are themselves living with the disease. The initial finding

confirms that the majority of caregivers having diagnostic histories indicative of

immunological decline are by and large following the prescribed regimen of

prophylactic and therapeutic health interventions currently recommended for all

persons HIV positive with CD4+ T-helper cell counts below 500/mm”. Secondly,

for the HIV-positive caregiver there is an inverse relationship between the use of

social support groups and immunological status; those men with CD4+ T-helper

cell counts above 500/mm are proportionately more likely to be involved in this

type of community-based social support than caregivers who are not as

immunologically robust (see table 24.).

The data of this research also indicates that the pattern of utilization of HIV

related social support groups differs from that of the other three more medically

related health interventions in that the greater majority of respondents

(regardless of health status) do not participate in this community-based social

support intervention. Further, in examining current medical guidelines around

the initiation of prophylactic intervention and what was the key health-related

factor predicting the likelihood of intervention utilization for each of the health

services studied, it was demonstrated that it was primarily CD4+ T-helper cell
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Table 24. Utilization of Recommended Care Strategies by Caregivers According to
Treatment Categories"

asymptomatic
T-cell > 500/mm.”
n = 42

asymptomatic
T-cell < 500/mm."
n = 40

symptomatic

n = 83

Utilization of Support
Group Services for
Persons with HIV Disease

P (ns)

Utilization of Treatments

and Prophylactic
Therapies for Persons
with HIV Disease
P & .001

Utilization of Routine

Diagnostic Blood
Monitoring for HIV
Disease

P & .01

Utilization of Routine
HIV Related Medical
Care

P & .01

% using Support Group
Services:

30.95

% using treatments and
prophylactic therapies:

30.95

% utilizing Routine
Diagnostic Blood
Monitoring:

71.43

% utilizing Routine HIV
Related Medical Care:

71.43

% using Support Group
Services:

22.50

% using treatments and
prophylactic therapies:

77.50

% utilizing Routine
Diagnostic Blood
Monitoring:

92.50

% utilizing Routine HIV
Related Medical Care:

90.00

% using Support Group
Services:

19.28

% using treatments and
prophylactic therapies:

79.52

% utilizing Routine
Diagnostic Blood
Monitoring:

92.77

% utilizing Routine HIV
Related Medical Care:

91.57

"This table presents the frequency distribution of utilization by treatment category N = 165

count level and not symptomological history that was the catalyst for initiating

recommended health interventions.

Community integration and the analytic findings:

The results of the proposed multivariate analyses using the constructed scales

|
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of integration into the gay/lesbian and HIV communities did not show strong

relationships between these social variables when used as set of predictors on the

four utilization outcome measures. Acknowledging the relative modesty of their

overall predictive strength, when examined individually the three measures of gay

community integration, participation in HIV-related community oriented

activities and the degree of loss and alienation experienced by the caregiver on a

personal, social and political level, did have some impact upon the caregiver's

utilization of health interventions for their own HIV-related needs.

It remains the premise of this analysis that the gay and HIV communities are

the major channels of the relevant information concerning available health

services and interventions for the HIV-infected caregiver. Further, these

communities are believed to be the major source of comparative influence upon

its infected members, helping them to make informed health decisions which can

best help them live with the disease.

Given the magnitude of HIV-disease in the gay communities of Los Angeles

and San Francisco, it is speculated that most gay men have by now had some

hands-on experience with the sickness and death of their friends and lovers. To a

certain extent, most gay men have been or currently are care providers. The gay

community in essence has become one of caregivers. The informational and

comparative influence of direct caregiving for a person living with the same

disease is therefore, far less idiosyncratic to this particular sample. This

Supposition counters an initial perception of a lack of generalizability of this

|
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research to gay men who are not currently caregivers.

Even though the gay and HIV communities in the Los Angeles and San

Francisco Bay areas are unique in many ways, the communities of these two

locales may not be that different from the gay male populations in the other

epicenters of HIV disease. The epidemic of HIV disease has brought about a

renaissance of activism, political mobilization, treatment advocacy and

information exchange on a national level. These two California cities no longer

remain progressively unique in the extent of the gay community's voice in the

local political and community-based social services infrastructure. Unfortunately,

these two cities also no longer remain unique in the magnitude of HIV infection

among the various gay communities across the United States. Therefore, the

results of this research appear to be somewhat generalizable to other areas as

well.

Caregiving and knowledge acquisition:

The theoretical premise of this analysis maintained that HIV-infected

caregivers receive pertinent information through both the fulfillment of their role

as caregivers to someone living with the same disease, and through their

interactions with others in the gay and HIV communities. The qualitative data

garnered from the study participants is consistent with this general research

hypothesis concerning the acquisition of health-related knowledge. For many of
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the respondents, the experience of caregiving benefitted them by supplying added

access to new information about therapeutic interventions and health services. It

also offered them a comparative example of their own future health care needs.

As some of these men related:

"I now have more knowledge of my own HIV state and what I’m doing
to myself using treatments and drugs."

"[I got] allot of knowledge from being with someone who requires allot
of care. You pick up knowledge from people in the medical field - things
I can do - preventative maintenance I can do to slow down the disease."

"Through caregiving I learned how to take care of myself."

"Yes, I appreciate independence now, because I don't have it. I
understand that I need to take care of myself first in order to be able to
take care of Michael. I have been very lucky because all of the people I
deal with are HIV [positive] so they have been very encouraging. It’s
been a positive environment I’ve been living in. If there was a way to
change things, I don't know that I would."

"I’m able to see which treatments and drugs work and which don’t as I
observe other friends with HIV."

"I’ve become very knowledgeable about the AIDS virus. Having lost my
friends due to AIDS, I’ve learned about the reality of it. Through
Richard, too, I've been learning about it. I’ve been able to identify more
with myself in this whole process."

"This experience is very valuable - since I now know what to expect in
the future for myself."

"I’m in a better place to take care of myself when and if the need arises.
I’m more aware of resources, medications, etc. I have a different
perspective on what's important because I’ve been taking care of him."
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Non-utilization of health interventions:

For the small number of men in this study who did not avail themselves of

the health interventions and support services recommended for the HIV-infected,

the non-utilization of these prescribed interventions did not appear to be due

primarily to issues of class. Apart from the caregivers' participation in social

support groups (which did not evidence similar utilization patterns as did the

other three health services measures), HIV-related immunological health status

was proven to be the predominant factor in predicting the utilization of ongoing

medical care, treatment and drugs, and routine diagnostic monitoring. Given this,

the measure of the respondent's ability to afford the health services he defined

as "necessary" was consistently significantly related to the increased predictive

efficacy of the three medically related outcome measures, and was the second

most frequent reason given by the non-utilizing respondents for their lack of use.

It was noted that this subjective measure did not directly correspond with the

respondent's actual income, but appeared to have more to do with the

caregiver's other ancillary living expenses. Further, there was no proportional

differences in the multivariate analyses on the utilization outcomes measures for

the variables of income, education or ethnicity.

Patterns of non-utilization were relatively evenly distributed along most socio

economic measures. The descriptive data was examined to see if there were any

other factors readily apparent which could begin to illuminate common factors

among those men not availing themselves of the intervention strategies. From a

|

:
:

197



review of the available qualitative data, there appears to be a subculture of gay

men who share in common the rejection of western medical practice and

biochemical therapeutic intervention. As various non-utilizing respondents

commented:

"Blood tests have nothing to offer. I’m very conservative - not into doing
percentages. It's basically genetic. Both of my parents are doctors and
they can't agree about the common cold."

"Drugs, I'll take my chances. [Caregiving] in a lot of ways helps you stay
well yourself. When you’re caring for someone you spend less time
dwelling on your own illness."

"I've been putting it off. I’d rather stay in denial."

"I’m using holistic therapy only. I don’t see a regular physician. I just
don’t believe in it."

This shared approach to health care appears to transcend issues of income,

insurance status, education, and access to information about treatments and

available health services.

The examination of the ethnic breakdown of the sample and its relationship

to the utilization outcome measures showed that in and of itself, the ethnicity of

the respondents did not make a significant difference in the rates of utilization

accept for the measure of social support group (see table 25.). An overall higher

proportion of people of color (31% versus 19% of the caucasian respondents)

were currently seeking this form of social support. The more
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Table 25. Utilization of Recommended Care Strategies by Caregivers According to
Respondent's Ethnic Identity

Group Services for
Persons with HIV

Disease

P (ns)

Utilization of

Treatments and

| Prophylactic Therapies
for Persons with HIV
Disease

P (ns)

Utilization of Routine

Diagnostic Blood
Monitoring for HIV
Disease

P (ns)

Utilization of Routine

HIV Related Medical

Care

P (ns)

Group Services:

19.47

% using treatments
and prophylactic
therapies:

68.14

% utilizing Routine
Diagnostic Blood
Monitoring:

87.61

% utilizing Routine
HIV Related

Medical Care:

85.84

Group Services:

60.00

% using treatments
and prophylactic
therapies:

60.00

% utilizing Routine
Diagnostic Blood
Monitoring:

86.67

% utilizing Routine
HIV Related

Medical Care:

86.67

Group Services:

20.00

% using treatments
and prophylactic
therapies:

64.00

% utilizing Routine
Diagnostic Blood
Monitoring:

84.00

% utilizing Routine
HIV Related

Medical Care:

84.00

caucasian african american latino asian/other
n = 113 n = 15 n = 25 n = 12

Utilization of Support % using Support % using Support % using Support % using Support
Group Services:

16.67

% using treatments
and prophylactic
therapies:

66.67

% utilizing Routine
Diagnostic Blood
Monitoring:

91.67

% utilizing Routine
HIV Related

Medical Care:

91.67

detailed breakdown by specific ethnic groups revealed that the African American

men were strikingly more likely to be utilizing this social support intervention

than were any other ethnically defined group of caregivers.
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Generalizability:

Regardless of the issue of statistical significance around the study's major

findings, given the composition of the sample itself it is acknowledged that this

population of HIV-infected gay/bisexual caregivers is non-representational of the

entire universe of caregivers to persons with AIDS, let alone to that of all

caregivers to persons suffering from chronic and/or terminal illnesses. Further,

this sample of HIV-infected gay men is not representational of the diverse

universe of persons living with HIV.

As discussed above, it may though closely resemble a sizeable portion of men

living in urban gay male communities, for whom rates of infection, debilitating

HIV-related illness, and AIDS-related deaths among its members are ever

increasing. The two geographic areas used in recruiting the study sample of

caregivers is relatively comparable to other major metropolitan centers having

both large numbers of gay people and a high incidence rate of infection among

men having sex with men. Results may therefore not be generalizable to the

experiences of gay identified HIV-infected men residing in rural or suburban,

less cohesive gay/lesbian and HIV-oriented communities.

Bivariate Relationships/Findings:

The moderate findings to have emerged from the multivariate analyses on the

study's proposed hypotheses emphasized the relationship between patterns of

health services utilization and the caregivers’ symptomological histories. These
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statistical analyses also yielded results warranting the further exploratory

examination around apparent bivariate trends within the collected data. The

cross-tabulation of the utilization rates of the health intervention measures

themselves suggested a pattern of relationships between the use of a community

based social support group for the HIV-infected and the utilization of HIV

related ongoing care under a primary medical provider.

These exploratory findings suggest that further research is warranted to

investigate the apparent association between HIV-related medical care and

participation in this form of community-based social support. It is hoped that

with further study, mental health practitioners, medical personnel and

community-based treatment advocates will be able to utilize this information in

better linking the HIV-infected with available social support services in the

community.

Public health implications:

As a cross-sectional examination of one segment of the population of HIV

infected gay/bisexual men in the San Francisco Bay and Los Angeles areas, the

findings of this study are an indication that within the gay and HIV communities

of these two epicenters of the disease, the HIV-infected are by and large getting

the information they need to lead them into prophylactic and therapeutic care.

This data points out that early intervention health campaigns and grass-roots

health advocacy have been extremely successful in moving the infected within
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these communities into ongoing prophylactic care.

The fact that the majority of respondents with CD4+ T-helper cell counts

above the 500/mm level are competently following current intervention

guidelines (which call for the general initiation of routine prophylactic care when

the CD4+ T-helper cell counts fall below 500/mm”), is an indication that those

persons HIV-infected yet diagnostically healthy are being somewhat reserved in

their use of available interventions and not needlessly overloading the public

health system. Thus, this research suggests that HIV-infected gay men are

approaching their health care in general, and the use of available treatments and

health services responsibly, not over-utilizing the expensive treatments and health

services they may need in the future. One respondent with great insight

explained his current non-utilization of prophylactic and therapeutic interventions

in this way:

"I have no symptoms yet and I won’t go on meds unless it is necessary.
I’m not putting foreign agents into me and then make me less able to
use them when the time comes that I really need them because then I
will be immune to them".

The findings of this research also suggest that eroding public resources might

be wisely spent on better facilitating access to the prophylactic care system for

the persons currently falling through the cracks due to lack of insurance and the

inability to afford needed care. State and federal treatment access programs need

to better account for the overall household cost of living (especially for
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households comprised of more than one HIV-infected person) in determining the

eligibility of applicants.

Policy makers also need to address the HIV-related discriminatory practices

of the private insurance industry which is causing many of the HIV-infected to

loose basic coverage. Additionally, the non-utilization of intervention services by

the asymptomatic as a result of being non-insured, and the non-submission of

HIV-related medical charges due to the fear of loosing insurance coverage by

those who have insurance also needs to be dealt with on a policy level.

The apparent relationship between use of community-based social support

and ongoing care with a health professional suggests that health dollars would be

wisely spent in insuring access to mental health and social support services for

the affected population. Exploratory findings are an indication that for all

persons HIV positive, a regimen of community-based social support around their

HIV-related concerns will better ensure their being brought into the medical

care system and therefore have better access to the advantages of early and

prophylactic care.

The findings of this project also evidence the success of the gay and HIV

communities to keep its HIV-infected members well informed of the rapidly

developing health, social and political information which can best ensure the

optimum quality of life for those living with the disease. Therefore, resources

would also be effectively spent in continuing to financially support community

based HIV-related health education efforts.
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Replication/Expansion of the Study:

Given the opportunity and feasibility of a future study of HIV-infected

caregivers to persons with debilitating HIV disease, recruitment efforts should

concentrate on generating a more heterogeneous sample of participants. Noting

the skewness among participants within this dissertation research towards high

levels of community integration and health intervention utilization, attempts to

enroll persons not from the gay mainstream and not connected to the HIV

related social services sector would be fruitful.

Future study would also benefit from expanding the qualitative portion of the

interview schedule. Noting the usefulness of the inquiry around the caregiver's

non-utilization of the four HIV-related health intervention measures used in this

analysis, future research should probe respondents about "why" they are using

the prescribed health interventions in addition to "why not". Qualitative data

about changes over time in caregivers' patterns of health services utilization

would also prove to be efficacious in furthering the overall understanding of

treatment utilization and compliance to their HIV-related health prescriptions.

Open-ended dialogue around the issues of self-identity and stigma,

and the expectations and anticipated disability concerning the caregivers' future

health may help to illuminate the social psychological processes caregivers go

through in incorporating their caregiving experience into their self identity. How

these experiences are integrated into the patterns of health maintenance and

daily life, how they alter one's view of self, and the potential inhibitory effects
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that a stigmatized self-identity has upon actual health related behaviors and the

use of available medical care, mental health care, and social support services are

further issues to pursue.

Issues of class may be a competing hypothesis to further explore in studies of

both caregivers and of HIV-infected individuals in general. Future research

efforts could better examine the relationship between issues of access to health

services and available treatment interventions. The economic overhead of the

persons being studied also needs to be better addressed. The current research

has indicated a disparity between the acknowledged ability to afford health

services and insurance status with the actual level of income of the respondent.

What was not taken into account was the ancillary costs to the caregiver for the

in-home care of his friend/lover, the personal expenditures for his own HIV

related health care regardless of insurance coverage, and the general expenses of

living in areas where the relative cost of living is exorbitant.

The community integration measures developed in this exploratory research

may also be of some benefit when applied to issues concerning the general

physical and mental health of caregivers (whether HIV-infected or not) and

issues of access to social services and HIV-related education for both the

provider and recipient of informal care. These social measures may also aid our

understanding of the various psychological and social consequences of the

caregiving experience for both HIV-infected and non-infected caregivers.

Therefore, a further area of inquiry which could potentially grow out of this
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current research endeavor is the testing and refinement of the community

integration measures themselves, thus enabling the use of these scales in other

non-caregiving research areas.

Since caregiver burden measures did not effect the multivariate analyses in

any significant way, a replication of the analysis (minus the caregiving

component) could be undertaken on groups of non-caregiving men. It would also

be of great interest to chart the changing patterns of community integration

longitudinally, and to explore what relationship this may have upon issues of

access to community-based resources, health and social services utilization, and

physical and psychological well being.

Conclusion:

As the landscape of HIV disease in Los Angeles and San Francisco changes

in the future (both epidemiologically, ethnically, socially and economically) we

can anticipate that many more HIV-infected persons with distanced affiliations

and allegiances to the gay/lesbian and HIV communities will enter into the

informal care system as both providers and patients. It is important to realize at

this point of the epidemic that even the current needs for formal health

interventions by the strongly identified members of these communities are not

being uniformly met. Persons more distanced in this social context are less likely

to access HIV-related help and support from community-based services, and if it
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exists from their network of friends and family. That members of the gay

community in these two cities are isolated, both psychologically and

instrumentally, points out the importance of planning for a future when an

increasing number of HIV-infected persons will have less access to the

supportive benefits of community integration.
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APPENDIX 1. HIV DIAGNOSTIC CATEGORIES

1992 Revised Classification System for HIV Infection and Expanded
AIDS Surveillance Case Definition for Adolescents and Adults”

| CLINICAL CATEGORIES

(A) (B) (C)

Symptomatic,
Asymptomatic, not (A) or (C) AIDS-Indicator
or PG|Lºº conditions conditions”

CD4* CELL
CATEGORIES

(1) >500/mm.”

(2) 200-499/mm3

(3) <200/mm3
AIDS-indicator cell count

* The shaded cells illustrate the expansion of the AIDS surveillance case definition.
Persons with AIDS-indicator conditions (Category C) are currently reportable to
the health department in every state and U.S. territory. In addition to persons with
clinical category C conditions (categories C1, C2, and C3), persons with CD4°
lymphocyte counts less than 200/mm2 (categories A3 or B3) will also be
reportable as AIDS cases in the United States and Territories, effective
April 1,1992.

** PGL = persistent generalized lymphadenopathy. Clinical category A includes
acute (primary) HIV infection.

*** See continuation of appendix 1.
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APPENDIX 1. (cont.)

HIV-Related Symptoms by Diagnostic Category: 1992 Revised CDC Guidelines

Category A - conditions generally associated with acute (primary) HIV infection
ranging from asymptomatic to conditions not considered to have a
clinical course or management that is complicated by HIV
infection.

CD4” (T-cell) reduction
night sweats
weight loss
persistent cough
shortness of breath (dyspnea)
fatigue/weakness
lymphadenopathy/swollen or tender lymph glands
skin rash

forgetfulness, loss of concentration
depression/anxiety
headaches, nausea, anorexia, vomiting, general stomach ills
seizures

anemia/neutropenia/low blood counts
non-specific CNS manifestations

Category B - Symptomatic conditions not included among those listed in clinical
category C (1987 surveillance case definitions for AIDS) but are
considered to have a clinical course or management that is
complicated by HIV infection.

fevers

prolonged diarrhea
hairy leukoplakia
neuropathy (numbness or pain in arms, legs)
candidiasis (thrush)
other fungal infections
other infections, bacterial or viral
herpes simplex/genital herpes or cold sores
herpes zoster/ shingles
TB - tuberculosis

non-PCP related pneumonia
pulmonary lymphoid hyperplasia
other gynecological infections
bad drug reactions
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APPENDIX 1. (cont.)

Category C - *** Any condition listed in the 1987 surveillance case definition of
AIDS.

other candidiasis (bronchial, tracheal, esophageal)
PCP - pneumocystis pneumonia
KS - kaposi's sarcoma
CMV - cytomegalovirus retinitis
other CMV (cytomegalovirus disease other than retinitis)
HIV wasting syndrome
lymphoma
AIDS Dementia Complex/HIV encephalopathy
MAI - mycobacterium avium complex
toxoplasmosis
cryptococcal infection (meningitis)
cryptosporidiosis, chronic intestinal
histoplasmosis
PML - progressive multifocal leukoencephalopathy
isoporiasis, chronic intestinal/ other parasitic infections
coccidiomycosis
salmonella septicemia, recurrent
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APPENDIX 2. POWER ANALYSES

Power analyses on each of the four outcome measures were conducted

according to the procedures laid out by Cohen (1988) for non-directional

differences of proportions for unequal sample sizes. Calculations were based

upon a division of the preliminary constructions of the two sets of main predictor

scales - HIV community integration and gay/lesbian community integration, into

dichotomized groupings of persons measuring either high or low in network

integration.

Of the initial 47 cases undergoing preliminary analysis, 23 men (48.9%) were

measured to be low HIV integrated, 24 men (51.1%) were measured to be high

HIV integrated, 12 men (25.5%) were measured to be low gay integrated, and 35

men (74.5%) were measured to be highly integrated into a gay/lesbian

community.

Table I. gives the relative proportions of persons (n=47) in terms of the four

outcome measures of the current research (utilization of: social support,

therapeutic drugs, ongoing medical care, and regularized blood monitoring),

broken down by levels of HIV community and gay community integration

(high/low).
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Table I.

REPORT on CROSS-CLASSIFICATION TABLE: COMMUNITY INTEGRATION X UTILIZATION OF EARLY CARE STRATEGIES

high
integration

hiv community integration

low

integration

high
integration

gay community integration

low

integration

utilizing

psycho/social
support

treatments/

therapies

ongoing
medical

cºre

regularized
blood

monitoring

utilizing
.74

(n = 17)

.78

(n = 18)

utilizing

utilizing

non

utilizing

utilizing

.31

non

utilizing

.25

(n = 3)

.33

(n = 4)

Table II. and table III. represent the results of power analyses conducted on

the first 47 respondents based upon the proportions reported in table 1.

Expected cell frequencies are also given based upon these proportions and an

early recruitment expectation of a total N of 200 HIV positive respondents.

These two tables both demonstrate a varying range of power for the different

outcome measures given the restrictions of a pre-determined sample size of 200.

It was thus acknowledged that this research endeavor had a strong chance of

finding a significant difference between groups as far as their utilization of

regularized blood monitoring (approximately 95%). Given the demonstrated
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weakness of the proposed analytic framework when based upon the first 47 cases

out of an expected N of 200 cases in the final analysis, it was also acknowledged

that the research has a moderate chance of detecting a significant difference

between groups as far as their utilization of ongoing medical care (approximately

56-70%).

Very weak power had been observed for both the use of social support

services and the utilization of drugs and therapies for HIV disease. It was noted

in the study proposal that these two outcome measures may have been

confounded by the respondents’ levels of HIV-related symptomolgy, caregiver

constraint, and personal preference, and as such had only a weak chance of

finding significant correlations with the study's main independent variables. It

was felt that this in itself did not pose a major problem to the efficacy of the

research given its exploratory nature. That there was no significant difference

between the groups of persons’ demonstrating a high vs. low integration into the

HIV and gay/lesbian communities is a potentially useful finding in and of itself.

This knowledge may help point future research endeavors towards the

examination of other factors which may help explain utilization/non-utilization.
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Table II.

POWER ANALYSIS: PREDICTOR VARIABLE - GAY INTEGRATION (HIGH/LOW) TOTAL N = 200 |
outcome ni nz n" h g P, P,
variables high low gay I n'=2|nºlinal effect size 2 - use:high use:kow power

gay n, + n, h = | p - ©, tailed gay gay

psycho/
social 149 51 76 .04 .05 .31 .33 .09

support

treatments

/therapies 149 51 76 .13 .05 .69 .75 .09

ongoing
medical 149 51 76 .44 .05 .91 .75 .69

care

regularized
blood 149 51 76 1.24 .05 .94 .67 > .995

monitoring

Liº-J
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Table III.

POWER ANALYSIS: PREDICTOR VARIABLE - HIV INTEGRATION (HIGH/LOW) TOTAL N = 200

outcome ni nz n" h º P, P,
variables high hiv low hiv n'=2|n\l■ nal effect size 2- use: high use: kow power

n, 4 n, h = | p - ©, tailed hiv hiv

psycho■
social 102 98 100 .07 .05 .33 .30 11

support

treatments

/therapies 102 98 100 .15 .05 .67 .74 .19

ongoing
medical 102 98 1OO .28 .05 .92 .83 .56

care

regularized
blood 1 O2 98 1OO .57 .05 .96 .78 .96

monitoring
E El-E
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APPENDIX 3. MEASURES

Constructed and Recoded Variables -

Referred By: One potential source of bias in the sample data was in terms of the

study's recruitment methodology. Because a large number of respondents were

recruited through health and social service organizational channels (and therefor

to a certain extent, already connected with these channels), there was a risk of

over-representation in the proportion of the sample utilizing health services for

their own HIV-related conditions because they were recruited through these

SOUl■ CCS.

In order to check the data for this potential bias, a comparison between

respondents recruited from service agencies, community-based organizations,

hospitals, clinics and medical staff, and those whose referrals came from

caregivers’ social networks and the local gay/lesbian community (friends,

newspapers, flyers) was conducted to see if there was any qualitative differences

between these two groups as far as their utilization of recommended care

strategies for the HIV-infected.

The group of men having been recruited through organizational channels

(N=79) was almost equal to that through community channels (N=86).

Recruitment of the Los Angeles portion of the sample favored organizational

channels (57.4%), while the opposite trend occurred in San Francisco (57.7%

having been recruited through community channels). This proportional

difference in mode of referral between recruitment sites, highlighted the
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importance of demonstrating the rates of health services utilization to be roughly

the same across both referral groups.

A new variable of recruitment source was constructed and cross-tabulated

with the four HIV-related health Service measures. The results of these

calculations follow:

% utilizing % utilizing % utilizing % utilizing
ongoing medical routine blood drugs and support

Care monitoring therapies group

organizational 89.9 89.9 67.1 24.0
channel n = 71 n = 71 n = 53 n = 19

community 82.6 84.9 66.3 22.1
channel n = 71 n = 73 n = 57 n = 19

As the table indicates, there are no significant trends apparent in rates of

utilization across the two recruitment categories. Therefor, bias in the sample

resulting from recruitment methodology can be ruled out.

HIV Diagnostic Category: As discussed earlier, categorical groupings of the

severity of HIV-related immunological markers and symptomological

development have been developed. Variables measuring the occurrence of

related illnesses and conditions, as well as the self-report of the most recently

completed CD4+ T-helper cell count are combined to create three diagnostic

categories of HIV-related conditions and three levels of immunological

functioning (see appendix 1.). By combining these two categorical measures into
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nine cells, the sample is able to be stratified by the current CDC classification

system for HIV dividing the HIV-infected into three groups, those with clinically

defined cases of AIDS, those considered to have a clinical course or

management that is significantly complicated by HIV infection but not included

in the CDC case definition, and those asymptomatic or having conditions

indicative of infection but not major immunological deterioration.

HIV Treatment Category: In addition to the HIV diagnostic categorization

discussed above, it was useful to divide the sample according to levels of

symptomology and reported CD4+ cell counts, regardless of clinical diagnoses.

Noting that current medical and community supported guidelines around

therapeutic intervention for persons HIV-infected call for the initiation of

treatment intervention in all persons having CD4+ counts <500/mm”, it was

important to comparatively examine rates of health services utilization between

persons with CD4+ counts = 500/mm” as opposed to those with CD4+ counts

<500/mm3. It was also noted that there was potentially a major qualitative

difference between persons symptomatic versus asymptomatic as far as their

approach to their health condition in general, and their utilization of health and

social support services for the HIV-infected in particular. The constructed

variable of HIV treatment category divides the sample along both of these lines

by categorizing respondents as being either asymptomatic with CD4+ counts
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>500/mm”, asymptomatic with CD4+ counts <500/mm”, or symptomatic (in

accordance with the 1992 CDC revised classification system presented in

appendix 1.). For the purposes of the multivariate regression analyses, the

variable of treatment category was dummy coded; the two categories entered

into the regression equation being 1. asymptomatic with CD4° counts

<500/mm3, and 2. symptomatic, with the category of > 500/mm” being the

comparison group.

T-Cell Category: A final measure of immunological functioning and health status,

T-cell category was constructed to detect potential qualitative differences in the

illness experience and hence their rates of health services utilization among the

respondents according to their differing levels of reported CD4+ cell counts.

Given the most recent CDC diagnostic guidelines, where persons having CD4°

cell counts <200/mm” would be clinically diagnosed as persons with full-blown

AIDS (see appendix 1.), the potential for psychological differences regardless of

symptomology was anticipated between three groupings of sample respondents;

those with CD4+ cell counts <200/mm” (persons now clinically AIDS diagnosed

regardless of symptom development), those having CD4+ cell counts -200/mm3

and <500/mm2 (persons recommended to utilize available therapeutic

interventions but not necessarily being AIDS diagnosed), and those with CD4+

cell counts = 500/mm” (persons typically asymptomatic). For the purposes of the
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multivariate analyses, t-cell was included as a continuous variable with no

distinction between the above categories made.

For respondents where the CD4+ cell count was missing (N=15), the reported

symptomology of each case was reviewed in order to best approximate the

placement of these cases under the CDC defined diagnostic categorization

(Chang, 1993). The clinical category was determined by substituting the CD4° (t-

cell) level which proportionately best reflected the person's symptomological

history. The coding scheme is as follows:

asymptomatic/precursor symptoms = (A1) CD4° 2500/mm2
symptomatic non-AIDS defined = (B2) 200/mm2 < CD4+ = 499/mm3
AIDS defining symptomology = (C3) CD4° 3200/mm2

Education: For the purposes of the multivariate regression analyses, the

categorical variable representing the highest level of education achieved was

dichotomized into respondents with an educational level of high school graduate

or less, or those with some training post high school. This cut was made in the

attempt to conceptually divide the sample around a conceptual educational

baseline of high school/more than high school. Approximately 23% of

respondents fell into the former category. (see table 4.).

Length of Helping: A variable measuring the length of time the caregiver has

spent helping their friend/lover (in number of months) was constructed by
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subtracting the date of the interview from the date the respondent indicated as

having begun caring for the PWA. For the purposes of including the variable into

the logistic regression analyses, the continuous variable was dichotomized into

those persons having helped for less than one year, and those having helped for

at least one year or more. The one year point was chosen for the two following

reasons: 1. a natural split having occurred in the data around this time period,

and 2. intuitively, the initial psychosocial consequences of the caregiving career

would be expected to have become routinized by the marker of a one year

anniversary in the caregiving role.

Income: In answering the question of yearly personal income, study participants

indicated a range within which their actual income level fell. A numeric variable

representing total yearly income was created by calculating the midpoint of each

of the potential income ranges. Based upon the frequency distribution of the

respondents incomes, the midpoint for those reporting incomes of less than

$4,000 per year was coded as $3,000. Likewise, the figure coded for respondents

reporting incomes of greater than $80,000 per year was coded as $80,000 so as

not to create discrepant outliers. (see table 4. for a condensed breakdown of the

respondents' reported yearly incomes).
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Ethnicity: Respondents were asked by the interviewer to which racial or ethnic

group they belonged. Each participant was assigned an ethnicity code according

to the following classifications: non-hispanic white (caucasian), african american,

latino, asian/pacific islander, native american, or other/mixed race. (See table 4.

for the frequency distribution of the respondents' ethnicities broken down by

study site). For the purposes of including the variable of ethnicity into the

multivariate regression analyses, this categorical variable was dichotomized into

caucasian (non-hispanic white) (N=113), and other (persons of color) (N=52).

IlS les *-

Consistent with our hypothesis, bivariate analysis indicated that the gay and

bisexual caregivers in our study did not identify with and use as a source of

information and support, a unitary network or community, but expressed their

affiliations with different aspects of the gay community and of an HIV sub

culture differentially. Therefore, levels of integration in the gay/lesbian

community may or may not be indicative of a person's level of integration into

the social and political milieux around HIV. For the sake of analytic clarity, the

two levels of community integration are dissagregated and their effects examined

separately.

* Refer to appendix 4. for a complete listing of scale alphas, numbers of items included in each
scale, scale range and means.
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Gay and Lesbian Network Integration - A measure of social network integration

into the caregiver's local gay and lesbian community was created by combining

four subscales designed to capture different aspects of a gay identified lifestyle.

Degree of Being Out-of-the Closet: The first subscale measured caregivers’

openness about their sexual orientation or "outness" among their friends,

neighbors and family members. A high percentage of the sample were not

currently employed at the time of the interview, so the degree of openness about

sexual orientation in the workplace was omitted. (See appendix 6, question 23).

Community Identity and Preferences: The second subscale attempted to capture

the centrality of being gay in the lives of the respondents, measuring the

caregiver's social identification with other gay persons and with a larger gay and

lesbian community. Respondents were asked their level of agreement with

statements concerning their being most comfortable around gay people, having

more in common with other gay people, feeling part of a gay community, and

having a preference to live in a predominantly gay identified area. (See appendix

6, question 4).
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Gay Community Participation: The third subscale in this measure of gay

community integration attempted to capture the caregiver's participation in

different gay and lesbian community activities. Accounting for the constraints of

geographical location and the temporal demands of caregiving, the respondents

were asked if "given the opportunity" their "likelihood" of involvement in

gay/lesbian oriented or identified activities. (See appendix 6, question 25).

Relative Number of Gay and Lesbian Friends: A final question concerning the

extent to which the respondent's friendship network was gay, lesbian or

bisexually identified is included in the overall scale of community integration.

(See appendix 6., question number 26).

These four measures were combined together into one scale of gay

community integration due to the author's belief that taken together, these

measures strongly represented this concept. While acknowledging the relatively

weak strength of the composite scale (alpha=.55), it was determined better to

use the combined measure and increase analytic interpretability than to try to

tease out the subtle nuances attributable to each subscale individually and loose

overall power in the analysis. An examination of the correlation matrix of these

four subscales with the four outcome utilization measures indicated that

significance was not improved by using subscales independently as opposed to

their grouped together as one measure.
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HIV Community Integration - Three additional scaled measures were used to

capture various aspects of participation, identification and network integration

into what is here called a community or culture around HIV. In the two cities

from which respondents were recruited, there is an active and well established

social, political, activist and professional HIV-related network which to a certain

extent crosses boundaries of ethnicity, gender, sexual orientation, class and age.

Unlike the concept of a 'gay and lesbian' community which intuitively holds

together, the concept of 'HIV” community is much looser and abstract. It was

therefore decided to enter the following scales independently into the analysis,

attempting to measure respondents’ integration from various vantage points.

HIV Community Affairs Participation: A scale capturing the respondents’ degree

of participation in different community activities involving HIV disease turned

out to be the most reliable analytically when used by itself as a measure of

integration into a community and culture around HIV. Accounting for the

geographical, financial and temporal constraints persons in the study may have

had, respondents were asked that "given the opportunity", the "likelihood" of

involvement in various community activities oriented around HIV. (See appendix

6., question number 22).
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HIV Community Sentiment - Two conceptually related scaled measures were

combined into one composite scale representing HIV community sentiment.

These two subscales attempted to capture various aspects of the respondents’

feelings of community-wide devastation or loss, and their sense of alienation and

activist sentiments in relation to the HIV epidemic. It is acknowledged that the

individual alpha for the subscale of community loss is somewhat low (alpha=.42),

but given the exploratory nature of the research, together with the conceptual

link between the two subscales, it was decided to retain the measure.

Community-Wide Devastation and Loss: The first of the subscales measures the

extent to which the experience of the HIV epidemic and the magnitude of the

related number of deaths on a community-wide or social network level, has

effected the caregivers’ daily experiences. The items in this scale which

respondents indicated were non-applicable to their situation, were recoded to

equal the score corresponding with "not at all". This reflects the logic that if an

event is not part of one's personal experience, no action or response is

experienced. (See appendix 6, question 28).

Alienation and Activist Sentiments: The second subscale making up the concept of

HIV-related sentiment measures the caregiver's level of alienation and

disaffection over the current social, medical and political milieux around HIV.
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Another way of looking at this set of questions is that it is capturing the degree

to which the respondents embrace the spirit of AIDS political and social activism

in their beliefs. (See appendix 6, question 27).

Caregiver Treatment Knowledge/Responsibility: The three items which comprise

this scale have attempted to measure the degree of respondents personal

responsibility and knowledge concerning the care recipient's utilization of

experimental and non-western based treatments. For each of the variables of this

scale where the respondent indicated that the question was non-applicable (due

to the health intervention never having been used), the code of 9 (N/A) was

recoded to equal 0 (NO) indicating that the respondent had not personally

arranged for it. Individual scores for the three questions were then summed

together. The range of summation scores (ranging from zero to three) was next

dichotomized into groups of summed score=0, and summed score=1 or more.

This dichotomy was intended to reflect a qualitative difference on the part of the

respondent between taking some action or responsibility as opposed to none. It

was hypothesized that caregivers who help facilitate the use of treatments for

their friends may be more pro-active concerning their own health status. Thus, it

is not the magnitude of responsibility that was key here (which may have

depended upon the PWA's relative health status at the time of the interview),

but merely that the involvement was undertaken (see appendix 6, question 6).
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Caregiver Burden - The composite scale representing the concept of caregiver

burden attempts to measure the degree of actual hands-on and managerial tasks

the respondent is involved with in caring for their friend or partner. Added

together, the four subscales making up this concept are intended to approximate

a measure of overall related dependency or liability by which the sample can be

analytically stratified. It was the proposed intent to test whether this combined

measure of the caregivers’ life disruption or role involvement had any effect

upon rates of utilization of health and support services for their own HIV-related

needs.

ADL and LADL Help Given: The activities captured by these two scales have

been fairly standard within the caregiving and gerontological literatures; the

former capturing the degree of help given with the activities involved in satisfying

the daily needs of the care recipients (ADL) and the latter involved with the

PWA's instrumental logistic needs (IADL) (Katz et al., 1963; Lawton & Brody,

1969). Interviewers were instructed to record when the PWA did not need help

with a particular task or event, giving the question a code of 7. For the purposes

of scaling these items, items coded as 7 (needs no help) were recoded to 1

(caregiver personally helps with none of it), indicating that the respondent did

not offer any assistance regardless of the functional status or needs of the care

recipient. (See appendix 6, questions 3 and 4).
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Care Network Management: The items making up this scale capture the level of

involvement the caregiver has in the coordination and management of the

various aspects comprising the PWA's health and social support system. As done

with the previous two scales, codes indicating that the care recipient "needed no

help" with certain tasks, were recoded to indicate that no action was taken by

the caregiver. (See appendix 6, question 5).

Responsibility for Formal Services: The fourth subscale to represent the concept of

caregiver burden is made up of three items measuring the degree of

responsibility held by the caregiver for accessing and monitoring both in-home

and out-of-home health and social support services for the PWA. If no services

were utilized in the care and support of the PWA, the respondent was not asked

these follow-up questions. For respondents who were not asked this battery of

questions, the missing values were recoded to equal the codes representative of

no responsibility held by the caregiver for actions concerning service use. (See

appendix 6, question 7).
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APPENDIX 4. SCALES and ALPHAS

Sample of HIV+ Caregivers N=165

Scale Alpha # of Range Mean
Items

Gay and Lesbian Community Integration: .55
-

(1-4) 2.93

Degree of being Out-of-the Closet .65 3 (1-4) 3.46

Community Identity and Preferences .73 4 (1-4) 2.75

Gay Community Participation .82 6 (1-4) 2.93

Relative Number of Gay/Lesbian Friends
-

1 (1-4) 2.59

HIV Community Affairs Participation .63 4 (1-4) 2.69

HIV Community Sentiment: .64 12 (1-4) 2.90

Community-wide Devastation or Loss .42 4 (1-4) 2.66

Alienation and Activist Sentiments .67 8 (1-4) 3.03

Caregiver Treatment Knowledge/Responsibility .50 3 (0-1) 0.41

Caregiver Burden: .69
-

(1-4) 2.18

ADL Help Given .83 7 (1-4) 1.29

LADL Help Given .77 5 (1-4) 2.72

Care Network Management .80 5 (1-4) 2.00

Responsibility for Formal Services .87 3 (1-4) 2.90

253



Appendix 5: Frequency Distributions on Selected Study Measures

Self-reported ability to afford necessary health care:

Cumulative Cumulative

afford Frequency Percent Frequency Percent

In O 57 34.5 57 34.5

yes 108 65.5 165 100.0

Number within friendship network that are gay/lesbian/bisexual:

Cumulative Cumulative

gayfriends Frequency Percent Frequency Percent

none/few 17 10.3 17 10.3
half 51 30.9 68 41.2

moSt 79 47.9 147 89.1
all 18 10.9 165 100.0

Caregiver's yearly income in thousands of dollars:

Cumulative Cumulative

income Frequency Percent Frequency Percent

3 19 11.5 19 11.5
6 22 13.3 41 24.8

10 28 17.0 69 4.1.8

14 14 8.5 83 50.3

18 9 5.5 92 55.8

22.5 16 9.7 108 65.5

27.5 19 11.5 127 77.0

32.5 13 7.9 140 84.8

37.5 9 5.5 149 90.3

42.5 6 3.6 155 93.9
47.5 3 1.8 158 95.8

52.5 1 0.6 159 96.4

67.5 3 1.8 162 98.2

77.5 1 0.6 163 98.8

80 2 1.2 165 100.0

254



Appendix 5: cont.

Whether the caregiver is currently covered by some form of health insurance:

Cumulative Cumulative

insured Frequency Percent Frequency Percent

no 44 26.7 44 26.7

yes 121 73.3 165 100.0

Length of time the caregiver has been helping their friend/partner:

Cumulative Cumulative

lengthhelp Frequency Percent Frequency Percent

< 1 year 65 39.4 65 39.4
= 1 year 100 60.6 165 100.0

Educational level achieved by the respondent:

Cumulative Cumulative

education Frequency Percent Frequency Percent

< high school 38 23.0 38 23.0 .
> high school 127 77.0 165 100.0

CDC CD4* T-helper cell categories:

Cumulative Cumulative

Tcell category Frequency Percent Frequency Percent

CD4* > 500/mm.” 55 36.7 55 36.7
CD4° 200/mm.” - 499/mm” 62 41.3 117 78.0
< CD4° 200/mm.” 33 22.0 150 100.0

Frequency Missing = 15
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HIV-related treatment category:

Cumulative Cumulative

TXCAT Frequency Percent Frequency Percent

asymptomatic
CD4* > 500/mm.” 42 25.5 42 25.5

asymptomatic
CD4* < 500/mm.” 40 24.2 82 49.7

symptomatic 83 50.3 165 100.0

Arrangement of non-physician prescribed treatments for the PWA (additive measure of arranging
use of clinical trials, experimental treatments outside of clinical trials, and alternative healing
methods):

Cumulative Cumulative

tº knowledge Frequency Percent Frequency Percent

0 97 58.8 97 58.8

1 45 27.3 142 86.1

2 15 9.1 157 95.2

3 8 4.8 165
-

100.0

Cumulative Cumulative

tº knowledge Frequency Percent Frequency Percent

none 97 58.8 97 58.8

> One 68 41.2 165 100.0
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Self-reported measure of the PWA's health status:

Cumulative Cumulative

PWAhealth Frequency Percent Frequency Percent

Very Poor 26 15.8 26 15.8
Poor 76 46.1 102 61.8

Good 51 30.9 153 92.7

Very Good 10 6.1 163 98.8
Excellent 2 1.2 165 100.0

Utilization of intervention strategies by HIV-infected caregivers:

Cumulative Cumulative

ongoing care Frequency Percent Frequency Percent

no 23 13.9 23 13.9

yes 142 86.1 165 100.0

Cumulative Cumulative

treatments/drugs Frequency Percent Frequency Percent

no 55 33.3 55 33.3

yes 110 66.7 165 100.0

Cumulative Cumulative

blood monitoring Frequency Percent Frequency Percent

no 21 12.7 21 12.7

yes 144 87.3 165 100.0

Cumulative Cumulative

support group Frequency Percent Frequency Percent

no 127 77.0 127 77.0

yes 38 23.0 165 100.0
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APPENDIX 6. QUESTIONNAIRE”

1. When did you first begin helping him because of AIDS or HIV-related problems?

Month

Year

2. How would you rate his current overall physical health? Would you say that it is:

Excellent,.......................... .5

Very Good,.......................4

Good..…. .3

Poor, or..............................2

Very Poor?........................ 1

3. I’d like to ask about a number of ordinary daily activities with which ( ) may need help. First I’d
like to ask you about different household chores. Please tell me if in the past few weeks he has
needed any help with these things.

(IFYES): Do you
personally help with:

In the past few weeks,
has he needed any NEEDS NO All Much Some None
help with: HELP of it of it of it of it

A. Housework/housecleaning 7 4 3 2 1

B. Shopping for food 7 4 3 2 1

C. Cooking/preparing food 7 4 3 2 1

D. Laundry 7 4 3 2 1

E. Transportation to
where he needs to go 7 4 3 2 1

* This questionnaire is excerpted from the Non-Family Caregivers - Wave 1. interview schedule
of the study's parent project "Stress and Coping among AIDS Caregivers" (P.I. Leonard I. Pearlin,
Ph.D., University of California, San Francisco).
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4. Next I’d like to ask about help with daily personal care.
(IFYES):

Do you personally help with:
In the past few weeks,
has ( ) needed NEEDS NO All Much Some None
any help HELP of it of it of it of it

A. Eating 7 4 3 2 1

B. Bathing/showering/
washing hair 7 4 3 2 1

C. Moving around/walking 7 4 3 2 1

D. Dressing/undressing 7 4 3 2 1

E. Brushing teeth/hair 7 4 3 2 1

F. Getting in/out of bed 7 4 3 2 1

G. Going to the bathroom 7 4 3 2 1

5. Caregivers may help to manage different affairs of the person for whom they are caring.

(IFYES): Do you
personally help with:

In the past few
weeks, has ( ) NEEDS NO All Much Some None
needed any help: HELP of it of it of it of it

A. Managing his
financial affairs 7 4 3 2 1

B. Managing his
legal affairs 7 4 3 2 1

C. Coordinating the
help given by
friends or family 7 4 3 2 1

D. Dealing with his doctors,
nurses, or clinic staff 7 4 3 2 1

E. Keeping in touch with
his family or friends 7 4 3 2 1
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6. People with AIDS or HIV are sometimes involved in a variety of treatments. Have you ever
helped him arrange for any of the following? If he has never been involved with any I mention,
please let me know.

Have you personally arranged for: NO YES N/A

A. His participation in clinical trials?..................................0 1 9

B. His use of experimental drug treatments
outside of clinical trials? 0 1 9

C. His use of alternative healing methods
such as herbal clinics or acupuncture?...........................0 1 9

7. How much have you been the Very Some- Just a Not at
person responsible for: Much what Little all

A. Getting information for
( ) about different
services in the community 4 3 2 1

B. Making arrangements for the
services he uses 4 3 2 1

C. Checking up on the services
he uses and keeping in touch
with the people who provide them 4 3 2 1

8. Next, some questions about you. First, what is your date of birth?

MONTH
DAY

YEAR

9. To which racial or ethnic group do you belong?
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10. What is the highest level of education you have completed and received credit for?

8TH GRADE OR LESS. 1

SOME HIGH SCHOOL OR VOCATIONAL SCHOOL (9-11TH GRADES)......2

HIGH SCHOOL GRADUATE 3

SPECIALIZED TRAINING AFTER HIGH SCHOOL

(VOCATIONAL TRAINING) 4

SOME COLLEGE (COMMUNITY COLLEGE DEGREE OR A.A.)..................5

COLLEGE GRADUATE (B.A./B.S.) 6

ONE OR MORE YEARS AFTER COLLEGE 7

GRADUATE OR PROFESSIONAL DEGREE

(M.A., LAW DEGREE, Ph.D, M.D.) 8

11. Here's a detailed list of incomes. Please tell me the letter that comes closest to your total
personal income before taxes. Include just your own personal income from all sources in
the past twelve months, for example, your wages, interest and dividends.

YEARLY INCOME MONTHLY INCOME

A. Less than $4,000.................................. Less than 333

B. Between $4,000-7,999......................... Between 333-666

C. Between $8,000-11,999....................... Between 667-999

D. Between $12,000-15,999..................... Between 1,000-1,333
E. Between $16,000-19,999..................... Between 1,334-1,666
F. Between $20,000-24,999.....................Between 1,667-2,083
G. Between $25,000-29,999..................... Between 2,084–2,499
H. Between $30,000-34,999..................... Between 2,500-2,916
I. Between $35,000-39,999..................... Between 2,917-3,333
J. Between $40,000-44,999..................... Between 3,334–3,749
K. Between $45,000-49,999..................... Between 3,750-4,166
L. Between $50,000-54,999..................... Between 4,167-4,583
M. Between $55,000-59,999.....................Between 4,584–4,999
N. Between $60,000-64,999.....................Between 5,000-5,416
O. Between $65,000-69,999..................... Between 5,417-5,833
P. Between $70,000-74,999..................... Between 5,834-6,249
Q. Between $75,000-79,999..................... Between 6,250-6,666
R. $80,000 or more...................................6,667 or more
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12. Do you have medical insurance?

A. Is there a particular reason why you have not been tested?

(Circle all that apply)

NO PARTICULAR REASON......................................9
ASSUME I’M NEGATIVE........................................... 1

DON'T WANT TO KNOW...........................................2
AFRAID TO KNOW 3

FEEL IN GOOD HEALTH..........................................4
HAVEN'T HAD A CHANCE......................................5

KNOW/THINK I’M POSITIVE...................................
FEAR HIV-RELATED DISCRIMINATION............

OTHER (SPECIFY) 8
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15. When was the last test?

MONTH _

YEAR _ _

A. What was the result of this test?

POSITIVE.............................. .2

NEGATIVE............................ 1

INDETERMINATE..............7

DON'T KNOW.......................

A. When was it last done?

NO.................0

YES............... 1

C. What is this number? /mm *

A. What are they? (RECORD ALL MENTIONED)
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18. Next, I’d like to ask you about some HIV-related services or treatments you personally may be
using. First, are you currently participating in a support group for people with AIDS or HIV?

A. Are there any particular reasons why you don't use drugs or healing therapies?

(IFYES:) What are the reasons?

20. Do you regularly see a physician or attend a medical clinic for ongoing HIV-related
evaluation and management?

A. Are there any particular reasons why you don't regularly see a physician for HIV care?

(IFYES:) What are the reasons?

21. Do you have regular blood testing to monitor your HIV status?
(E.G., CD-4, P24 ANTIGEN, B2 MICROGLOBULIN)

A. Are there any particular reasons why you don't have regular blood monitoring?

(IFYES:) What are the reasons?
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22. Next we'll be asking about your social and community life. First I’d like to ask you
about your involvement in different community activities involving HIV disease.

Just a Not

Given the opportunity, Very Fairly Little At All
how likely are you to: Likely Likely Likely Likely

A. Attend HIV/AIDS treatment
seminars/community
information meetings 4 3 2 1

B. Volunteer your time with
HIV/AIDS educational or
service agencies/programs 4 3 2 1

C. Donate money to HIV/AIDS
agencies or programs 4 3 2 1

D. Attend HIV/AIDS vigils,
marches,or demonstrations 4 3 2 1

23. How many of the following people know that you are (gay/lesbian/bisexual)?

All of Most of Some of None of

How many among your: them them them them

A. Circle of friends 4 3 2 : 1

B. Other acquaintances
or neighbors 4 3 2 1

C. Family members 4 3 2 1

(IF EMPLOYED)

D. Co-workers 4 3 2 1
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24. The next questions focus on your own experiences as a (gay man/lesbian/bisexual). How
strongly do you agree or disagree with the following statements?

. You are most comfortable

when around gay people

. You have more in common

with gay people than
with those who are not

. You feel a part of a
gay community

. Your preference is to live
in a neighborhood that is
predominantly gay

Strongly Strongly
Agree Agree Disagree Disagree

4 3 2 1

4 3 2 1

4 3 2 1

4 3 2 1

25. I have a few questions about your participation in some gay-oriented activities.

Given the opportunity, how

A.

likely are you to:

Frequent gay establishments
such as bars, restaurants,
theaters, gyms

. Donate time or money to
gay or lesbian causes or
organizations

. Read gay-oriented newspapers,
books, or magazines

. Attend primarily gay or lesbian
social events or functions, for
example, dances, parades, fairs

. Participate in gay or lesbian
political events or write letters
expressing your political views
on gay or lesbian issues

. Make it a point to support gay
or lesbian-owned businesses

Just a Not

Very Fairly Little At All
Likely Likely Likely Likely

4 3 2 1

4 3 2 1

4 3 2 1

4 3 2 1

4 3 2 1

4 3 2 1
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26. As you think of your group of friends, which of the following statements best describes how
many of them are gay or bisexual?

Would you say:

Almost none of them,........................ 1
Few of them, 2

About half of them,............................3
Most of them, or.................................4
All of them?.…. .5

27. Here are some thoughts that individuals may have when they have contact with an illness such
as AIDS.

How strongly do you Strongly Strongly
agree or disagree that: Agree Agree Disagree Disagree

A. No one outside of the gay community
really cares about people with AIDS 4 3 2 1

B. The government just doesn't seem to
realize how much people with AIDS
need financial help 4 3 2 1

C. Politicians are less interested in

AIDS than in other diseases 4 3 2 1

D. Services seem set up more to give
people jobs than to help people

-

with AIDS 4 3 2 1

E. Doctors don't seem to be really
interested in the individual 4 3 2 1

F. If there were less prejudice against
gays and I.V. drug users, more money
would be spent on AIDS research 4 3 2 1

G. More attention should be given to
the way AIDS affects women and
people of color 4 3 2 1

H. There are too many people making
money from AIDS 4 3 2 1
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28. Relationships sometimes change as people become involved in caregiving. To what extent do
you experience any of the following? (CIRCLE N/A IF R SAYS THAT ITEM DOES NOT
APPLY)

Very Some Just a Not at
How much do you: Much what Little All N/A

A. Find that more and more of

your conversations are
about people who have died 4 3 2 1 9

B. Find it difficult
to remember what life

was like before AIDS 4 3 2 1 9

C. Worry about how many of
your friends will still be
around in a few years 4 3 2 1 9

D. Find yourself checking
the newspapers to see
who has recently died 4 3 2 1 9

E. Think about the

possibility of
( )'s death 4 3 2 1 9



APPENDIX 7.

Diagnostic history, health intervention utilization, and qualitative data on
selected caregivers from the sample of 165 gay/bisexual caregivers to persons
with AIDS

# 01: last test date: 4/88 T-cell count=416 asymptomatic HIV Cat: A2

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things coming out of caregiving experiences: "It has helped
me personally stay focussed on my massage and looking at alternative healing
methods. I feel that I am becoming a stronger person for it. The AIDS epidemic
has forced people to look into alternative methods of healing; raising ethical
questions in profit motive of pharmaceutical companies."

# 02: last test date: 8/87, T-cell count=520 symptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "Because I'm an IV drug user."

- good things coming out of caregiving experiences: "More
knowledge of my own HIV state and what I’m doing to myself using treatments
and drugs."

# 03: last test date: 11/86, T-cell count=168 symptomatic HIV Cat: A3

HIV support group=yes
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things coming out of caregiving experiences: "Allot of
knowledge from being with someone who requires allot of care. knowledge from
people in medical field - things I can do - preventative maintenance I can do to
slow down the disease."
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# 04: last test date: 1/87, T-cell count=200 symptomatic HIV Cat: C2

HIV support group= no
treatments and drugs=yes
ongoing medical care= no
regularized hematological monitoring=yes

- why no ongoing medical care: "They have nothing to offer. I’m
very conservative - not into doing percentages. It's basically genetic. Both of my
parents are doctors and they can't agree about the common cold."

# 05: last test date: 4/86, T-cell count=516 symptomatic HIV Cat: B1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "Drs. say I shouldn’t need yet due
to T-cell and P24 antigen. I personally choose not to ever be, I believe I can do
mind over matter and use medicine as a last resort only."

- good things coming out of caregiving experiences: "AIDS is a very
personal attack and by sharing this, the basis of having it is made to be less odd.
I have a sense of power when one is helped by me and it shows. I can say to
AIDS that I whipped it - at least one time."

"I’ve been HIV positive since 1985 and it’s been hell. I have been changed
through anguish and give constant consideration to dying."

# 06: last test date: missing T-cell count=missing asymptomatic HIV Cat: A1

HIV support group= no
treatments and drugs=yes
ongoing medical care= no
regularized hematological monitoring=no

- why no ongoing care: "I don't have any symptoms. '

- why no regularized hematological monitoring: "I feel like I’m
positive, but I don't have any symptoms."
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# 07: last test date: 5/89 T-cell count=649 symptomatic HIV Cat: A1

but knows positive for 9 years

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "There aren't any healing
therapies. I do visualization about my T-cells growing, if you consider that a
therapy."

# 08: last test date: 3/91 T-cell count=764 symptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "My doctor feels that I do not need
them yet. I am taking medication for my anxiety and blood pressure though."

# 09: last test date: /83 T-cell count=520 symptomatic HIV Cat: A3

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "Just my metaphysics; antibiotics
are toxic (had PCP, KS). Skip the meetings, I plan to deal with the dying."

# 10: last test date: 1/91 T-cell count=324 symptomatic HIV Cat: B1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "Unfortunately, I had taken AZT in
the past. They don't work; they make you sicker."
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# 11: last test date: 7/90 T-cell count=196 symptomatic HIV Cat: C3

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- good things coming out of caregiving experiences: "I learned how
to take care of myself."

# 12: last test date: 8/86 T-cell count=900 asymptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I use meditation, alternative
techniques only. I do not like to put toxic things into my body."

- why no ongoing medical care: "The last time I went, they told me
I was in perfect condition."

- why no regularized hematological monitoring: "I don’t think it is
necessary for myself."

# 13: last test date: 6/85 T-cell count=525 symptomatic HIV Cat: A1

HIV support group=yes
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=no

- why no treatments and drugs: "I'm in process [of doing it] with my
doctor. Talking about the potential treatments and drugs."

- why no regularized hematological monitoring: "I started but had
to stop for financial reasons."
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- service question making caregiving easier: "I don’t read papers
much so I don't know if I'm missing out. I’m not too focussed on finding out
what's available from either the gay or local papers."

# 14: last test date: 11/85 T-cell count=170 symptomatic HIV Cat: B3

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- on a broader social level: "The only positive things have come
emerged, the definition of the gay community as a unit that is willing to care for
its members. A creative cohesion."

# 15: last test date: 8/85 T-cell count=308 symptomatic HIV Cat: B2

HIV support group=yes
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- on a broader social level: "There has been a good crossover
between the medical establishment and the gay community. The compassion
which gays have exhibited has had some impact on the society as a whole. The
gay community experience is helping other minority groups to face the AIDS
crisis."

-

# 16: last test date: 8/87 T-cell count=562 asymptomatic HIV Cat: A1

HIV support group=yes
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "Because I have no symptoms yet
and I won't go on meds unless it is necessary. I'm not putting foreign agents into
me and then make me less able to use them when the time comes that I really
need them because then I will be immune to them."

-1
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# 17: last test date:missing T-cell count=660 symptomatic HIV Cat: B1

HIV support group= no
treatments and drugs=yes
ongoing medical care= no
regularized hematological monitoring=no

- why no antibody test: "I didn't want any part in that T-cell roller
coaster. I know that I'm positive and live as though I am; it's a matter of time
and convince now that I don’t get last test date:... I fear discrimination because
the fed's wanted to know even though the state of California didn't. I fear my
legal security."

- why no ongoing medical care: "I'm not concerned with it and I
haven't noticed any changes healthwise as a result."

- why no regularized hematological monitoring: "I watch my health
very carefully. I don't believe that a person's HIV status is as important as it is
made out to be, especially when HIV negative people die of AIDS."

# 18: last test date: 6/87 T-cell count=785 symptomatic HIV Cat: B1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "The ones I want to use I’m not
financially capable of paying for. Herbs and acupuncture."

- about caregiver experience: "It's made me realize that I’m not
going to live forever, at least not as long as an old person would. I now realize
that I’ll have options when I get sick, so I won’t have to suffer. If my HIV
progression advances I don't want to suffer."
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# 19: last test date: 6/91 T-cell count=20 symptomatic HIV Cat: C3

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- HIV support group groups that dealt with living instead of dying.
The groups available make me feel down. They talk about death a lot. Why not
talk about living? AIDS doesn't mean death.

# 20: last test date:missing T-cell count= missing asymptomatic HIV Cat:missing

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

R was positive at Time 2. At time 1 stated that he did not pick-up the test results

- why no treatments and drugs: "I have an addictive personality and
I'll go overboard considering the stress factor."

- why no ongoing medical care: "I don't really need to know
because I think I'm probably positive. It won't help at all if I know."

- why no regularized hematological monitoring: "Because I don't
want to know."

# 21: last test date:missing T-cell count=missing asymptomatic HIV Cat:missing

HIV support group= no
treatments and drugs=yes
ongoing medical care= no
regularized hematological monitoring=no

- why no ongoing medical care: I haven’t felt I needed one

- why no regularized hematological monitoring: "I just don’t. I
don’t like western medicine. Don't want to be told to take when I'm doing
perfectly fine without."

- "most of my friends have been heterosexual women"
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# 22: last test date: 6/91 T-cell count=67 symptomatic HIV Cat: B3

HIV support group=yes
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things personally: "Yes, I appreciate independence now,
because I don't have it. I understand that I need to take care of myself first in
order to be able to take care of Michael. I have been very lucky because all of
the people I have been dealing with are positive [HIV) so they have been very
encouraging. It’s been a positive environment I’ve been living in.If there was a
way to change things, I don't know that I would."

# 23: last test date: 10/90 T-cell count=750 asymptomatic HIV Cat: A1

HIV support group=yes
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I used to take AZT but my Dr.
took me off because he felt I didn't really need."

- why no ongoing medical care: "I haven't found a doctor I fell
comfortable with. Being asymptomatic, they don't look with the same intensity as
with symptomatic people and that gets frustrating for me."

why no regularized hematological monitoring: No symptoms. I’m
afraid my HMO would cut me off if bills for HIV-related tests were always
coming through.

# 24: last test date: 7/91 T-cell count=965 symptomatic HIV Cat: C1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "I haven't gotten sick, really."
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# 25: last test date: 6/91 T-cell count=1380 symptomatic HIV Cat: C1

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things personally: raised my self esteem; I know myself
better; I'm able to see what treatments and drugs and treatments work and
which don't as I observed others with HIV/AIDS. This is true for all my
caregiving experiences with friends with HIV.

# 26: last test date: 8/91 T-cell count=200 symptomatic HIV Cat: A3

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=yes

- why no treatments and drugs: I don't feel good about anything
that's out there. GP160 I am following and maybe that will check out.

- why no ongoing medical care: I've been positive for nine years.
Originally I was diagnosed as anemic eleven years ago and I have had little or no
faith in doctors. I am doing O.K. on my own. Chuck's termination (from his job)
may be too much for my body to handle; so I may have no choice but to get on
some thing to keep myself alive for Chuck.

# 27: last test date: 8/91 T-cell count=520 asymptomatic HIV Cat: A1

HIV support group=yes
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "My T-cell count is not low enough
for medication, my doctor said. I've been considering acupuncture.
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- good things personally: "I’ve become very knowledgeable about
the AIDS virus. Having lost my friends due to AIDS, I’ve learned about the
reality of it. Through Richard, too, I've been learning about it. I've been able to
identify more with myself in this whole process."

# 28: last test date: 10/87 T-cell count=490 symptomatic HIV Cat: B2

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "I haven't been prescribed - tho this
next time I probably will and then need to decide if I want to."

# 29: last test date: 10/91 T-cell count=465 symptomatic HIV Cat: B2

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "I'm not currently using any
because I haven't been able to afford the herbs and acupuncture I enjoy so
much."

-

# 30: last test date: 5/91 T-cell count=999+ asymptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I've been advised that it is not at
that point yet."

- why no ongoing medical care: "I haven't felt ill or had any
symptoms."

-

º

-
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# 31: last test date: 1/88 T-cell count=20 symptomatic HIV Cat: C3

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things personally: many of the people he has met along the
way (mostly medical people) have become friends. Feels that he has become
more community conscious.

# 32: last test date: 2/89 T-cell count=430 asymptomatic HIV Cat: A2

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I'm currently healthy so I don't
want toxic effects or side effects and I can’t afford to be sick."

- why no ongoing medical care: "I couldn't afford it this year. I do
plan to do so next year."

# 33: last test date: 9/87 T-cell count=280 symptomatic HIV Cat: B2

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "AZT is the only thing I could take.
I tried it for six months and it didn't do anything but make me feel worse."

:
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# 34: last test date: 11/87 T-cell count=588 symptomatic HIV Cat: B1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no HIV support group: "I’ve heard people leave those groups
so depressed they wanted to shoot themselves. They're very depressing."

- why no treatments and drugs: "I'll take my chances."

- good things personally: "[Caregiving] in a lot of ways helps you
stay well yourself. When you're caring for someone you spend less time dwelling
on your own illness."

# 35: last test date: 5/91 T-cell count=567 symptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "Most of the current treatments and
drugs (AZ, DDI) are for more serious stages of infection and I don’t have a
great deal of belief in some of the alternative methods available."

# 36: last test date: 12/91 T-cell count=380 symptomatic HIV Cat: B2

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I've been putting it off. I’d rather
stay in denial. I’m looking into more holistic treatment."
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- why no ongoing medical care: "I think western medicine is
ignorant and it deals with covering up symptoms rather than looking at each
problem as a whole."

- why no regularized hematological monitoring: "I'm afraid. I don’t
want to know."

# 37: last test date: 11/86 T-cell count=500+ asymptomatic HIV Cat: A1

HIV support group= no
treatments and drugs=yes
ongoing medical care= no
regularized hematological monitoring=yes

- why no treatments and drugs: "I’m using holistic therapy only."

- why no ongoing medical care: "I don't see a regular physician. I
just don't believe in it."

# 38: last test date: 3/86 T-cell count=200- symptomatic HIV Cat: C3

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things personally: "Yes, I’ve learned about how to care for
someone and since he is sick, this experience is very valuable - since I know what
to expect in the future for myself."
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# 39: last test date: 1/89 T-cell count=566 asymptomatic HIV Cat: A1

HIV support group=yes
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: has fear of treatments and drugs
which further damages the immune system

- other comments: "I'm concerned that I'm becoming symptomatic
because of stress, and I want to be healthy long enough to take care of PWA - I
don’t want us both to be sick at the same time."

# 40: last test date: 2/90 T-cell count=510 asymptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I feel healthy."

- why no ongoing medical care: "The first few years I went
frequently, but I feel healthy and my T-cells are stable. I haven’t felt the need."

- why no regularized hematological monitoring: "I used to go every
six months. I haven't in a year. I will again in a few months."

# 41: last test date:missing T-cell count=260 asymptomatic HIV Cat: A2

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "none."

- why no ongoing medical care: "Because I’m not sick."

- why no regularized hematological monitoring: "Because I don't
think that I could cope with it."
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# 42: last test date: 9/88 T-cell count=580 asymptomatic HIV Cat: B1

HIV support group= no
treatments and drugs=yes
ongoing medical care=yes
regularized hematological monitoring=yes

- good things personally: "I’m in a better place to take care of
myself when and if the need arises. I’m more aware of resources, medications,
etc. I have a different perspective on what’s important."

# 43: last test date: 3/88 T-cell count=515 asymptomatic HIV Cat: A1

HIV support group= no
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "I don’t qualify for them. My T-cell
count is over 500 and I don't qualify for AZT."

- about information source: "We [HIV+ men] function in our own
tight circles and keep others out."

# 44; last test date: 7/91 T-cell count=300 symptomatic HIV Cat: B2

HIV support group=yes
treatments and drugs= no
ongoing medical care=yes
regularized hematological monitoring=yes

- why no treatments and drugs: "I tried - tried AZT for 2 weeks. I
swear they were trying to kill me. I only take medication for treatable infections.
They told me I would die when I got sick in '85. I’m still here. I've never seen
anyone survive on AZT."

- good things personally: "I didn't care before - I didn't realize I
had it in me [to care for myself]. Learning to care for myself has helped me care
for Bob [the PWA). Caregiving has made me appreciate living."
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# 44: last test date: 5/91 T-cell count=400 symptomatic HIV Cat: C2

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "I’m not far enough along and I
haven’t had the chance to learn about the herbal aspects of [alternative]
treatments."

- why no ongoing medical care: "Because we have recently moved
here and I’m still working
out finances and waiting for my intake appointment at APLA."

- why no regularized hematological monitoring: "Because I don't
have a regular physician."

# 45: last test date: 11/91 T-cell count=missing asymptomatic HIV Cat: A1

don't know results - assume self to be positive "I know I'm positive because I know my
body."

HIV support group= no
treatments and drugs= no
ongoing medical care= no
regularized hematological monitoring=no

- why no treatments and drugs: "It's not needed really, but I don't
want any life prolonging measures anyway."

- why no ongoing medical care: "Because of a lack of diagnosis and
because I am not interested in prolonging the natural life span of this body."
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